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Jamie and Ben are on Prophylaxis

This booklet is designed for children with haemophilia who are about to
start prophylaxis or are considering starting it in the future.

Parents may also find this information useful and benefit from reading it
with their children.

We hope that the information in this leaflet will help to explain what
prophylaxis involves and why it is worthwhile.

Whﬁ\'t 15 PrOphy‘ﬁ\Xif.?

The word prophylaxis means a treatment that prevents
something happening.

For people with haemophilia prophylaxis means
treatment to prevent bleeding.

The treatment is regular injections of factor, usually

two or three times a week. Sometimes it can be a single
injection before doing something which may cause a
bleed such as playing football.

How can pr‘Op"\\/laxﬁ he‘p?.
People with haemophilia who have regular injections
of factor tend to have:
« Far fewer bleeding episodes
* Much less severe bleeding episodes
* Fewer days off school
« Less time in hospital

* Less need for operations on
their joints later in life

* Less pain
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Jamie and Ben are on Prophylaxis

Why has your doctor
recommended prophylaxis?

Prophylaxis is given to children with severe haemophilia and it may also
be considered for children with moderate haemophilia if they have had
problems with bleeding. Prophylaxis helps most if it is started early in life
as it is much better to prevent a bleed from happening than to treat one.
This is because each time blood enters a joint it can do a little bit of
damage. This can add up after several bleeds to leave the joint with some
permanent damage.

Older boys and adults can benefit too because prophylaxis can still
prevent damage to their joints in the future.

So, prophylaxis is usually recommended for:

* Young children - as soon as their haemophilia is identified
(sometimes after their first joint bleed)

« Older children - instead of giving treatment only when a bleed occurs

« People with haemophilia who have a particular ‘target’ joint which
bleeds easily

+ People with haemophilia of any age who have a problem with
regular bleeding

Jamie and Ben’s doctor decided that prophylaxis is the best way for them
to receive treatment for their haemophilia.

Jamie wnses pr‘oP‘\y'Axié

Jamie is ten years old and has severe haemophilia A. When he was little, he
didn’t have many problems other than the occasional lumpy bruise, but when
he was 4 he started on prophylaxis after his first joint bleed in his left ankle.

He has factor VIl three times a week, in the morning before school on Monday
and Wednesday, and on Saturday (because he plays football on Saturday).

Sometimes Jamie finds it hard to get out of bed a little bit earlier on
treatment days, but then he remembers that it means he can play
football and join in lots of other games with his friends.

Jamie has just learnt to do his treatment all by himself, so he is
really pleased.
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His Mum or Dad used to give him his factor and they are always there if he
needs help. Jamie goes to his haemophilia centre every 3-4 months for a
check up to make sure his joints are healthy and he has not got an inhibitor.

Once he had a ‘breakthrough’ bleed, despite taking all his prophylaxis
treatments. At the next clinic visit he was told to take more of his factor.
Thankfully this did not mean any more needles - just different bottles.

Does pf‘oPhnyG
mean |l have fewer

dAyé off school?

Yes and you won
spend as much time

in hospital as | did.

.\
Jamies uncle

Jamie’s brother

Jamie’s little brother Oliver is two. He
has severe haemophilia A as well. Oliver
has just started on prophylaxis because
he’s had a bleed in his elbow. The nurse
at the haemophilia centre said it’s best
to start straight away before he has lots
more bleeds. As he’s very young and
won'’t stay still, it was hard to find veins
for the treatment three times a week.
So last month Oliver went into hospital
to have a special ‘port’ fitted under his
skin. Now it’s much easier for mum and
dad to give him his factor.

Jamie’s Uncle Pete has severe haemophilia A too. He used to have prophylaxis
but stopped it after he left school and started taking ‘on-demand’ treatment just
when he had a bleed. Recently Pete has had lots of bleeds in his elbow, so the
doctor put him back onto prophylaxis for a while because of this target joint.

To begin with, Pete had factor every day then every two days until his elbow
felt better. Now he’s having treatment three times a week like Jamie.

This should stop him having bleeds so his elbow won’t get worse. Pete just
started a new job. He'd really like to stay on prophylaxis because it means
he doesn’t have to worry so much about having a bleed or needing time

off work.
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Will | need my knee? done

like you C,rou\d“dz
Ben

Ben’s a bit like Jamie, but he has severe haemophilia B.

His prophylaxis is factor IX twice a week, usually on Monday and Thursday
mornings before school.

Factor IX lasts longer than factor VIII in the body so two treatments a week
are usually enough to stop bleeds. Once he did have a breakthrough bleed,
so the doctor told him to have factor three times a week for a month and
then he could go back to his normal routine of twice a week.

When the doctor first told them about prophylaxis, Ben and his family
were worried about the extra injections.

The nurse at the haemophilia centre encouraged them to try it and now
they’re glad they did. It's much easier and less painful to plan instead of
having to rush to treat a bleed. Ben has to go to the haemophilia centre
for a check up every 3-4 months just like Jamie does.

Bens Grandad

l 5h0|)\ld'\\'t thl nk. Ben’s Grandad also has severe
haemophilia B. When he was young,

. the treatment was not as good as it
50. PFDPL\Y'&X% is now. Ben’s Grandad'’s knees don't
' work properly because of this and he
will KQQP yOMf’ sometimes needs to use a walking stick.
B Grandad has already had operations
Jo! nts L\Q_ﬁxl'thy on his knees and he still needs more.

He encouraged Ben to go for
prophylaxis because it should help to
keep his knees and other joints healthy
as he grows older.



The MEANIN o

10

Jamie and Ben are on Prophylaxis

£ some of

the words N this o0

Breakthrough bleed: a bleed that sometimes happens even though
you are using prophylaxis.

Haemophilia: a disorder in which one of the clotting factors is missing
or in very low supply which can cause bleeds into muscles and joints.

Haemophilia A: the disorder where the missing factor is Factor VIII.
Haemophilia B: the disorder where the missing factor is Factor IX.

Inhibitors: substances in the blood that stop the factor from
working properly.

On-demand treatment: replacement of missing factor only when
a bleed happens.

Port: a surgically implanted doorway into a vein, which can be accessed
easily through the skin. It is intended for long term use.

Prophylaxis: regular injection of missing factor to prevent bleeding into
muscles and joints.

Severe, moderate and mild haemophilia: normal levels of factor in
the body are over 40%. In severe haemophilia the level is below 1%,
in moderate haemophilia 1-5% and in mild haemophilia 6-40%.

Target joint: a joint such as a knee, ankle or elbow, where bleeds have
occurred repeatedly.
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