A guide
for parents*

Your child’s treatment for
haemophilia B explained

* This booklet has been designed for use only by parents or
carers of children who have been prescribed Idelvion.

An Idelvion package leaflet can be found inside the Idelvion pack.
Please read the complete leaflet carefully.

Helping your child
with haemophilia B
What is haemophilia B?
Haemophilia B is a condition present from birth that affects the
ability of the blood to clot.1 It means your child doesn’t have enough
of a protein called ‘factor nine’ in their blood.1

How might haemophilia B affect your child?
Having haemophilia B means your child is more likely to bleed from
an injury (after falling or taking a hard knock, for example), but
bleeding can also sometimes happen for no apparent reason.1
Bleeding often happens inside the body, where you can’t see it
(in places like the knees, ankles and elbows).1

Living with haemophilia B
Finding out that your child has haemophilia B can be both worrying
and challenging. In addition to the emotional impact, there are
several practical issues that you and your child will need to adapt to.
But with the right care and treatment your child can still lead a full
and active life.

Understanding your
child’s treatment
What is Idelvion and how
does it work?
Idelvion is a treatment for haemophilia B,
for both adults and children.2 It has been
designed to closely mimic the blood-clotting
action of factor nine, the factor missing or
reduced in patients with haemophilia B.2–5
The treatment works to replace the factor
nine in your child’s body, thereby preventing
and treating bleeding episodes.2
Idelvion is an extended half-life treatment,
which means it stays and acts in your child’s
body for a longer time compared with
standard half-life treatments they may have
previously been receiving.4–7 This may also
mean they need less frequent injections
compared with their previous standard
half-life treatment.5–7

How is Idelvion used?
Your child’s doctor may have prescribed it
for one of the following situations2:
•	To be taken regularly to prevent bleeding.
• After an injury to stop bleeding.
•	Before and/or after an operation to
prevent or reduce surgical bleeding.
Your child’s haemophilia care team will advise
you on how they should use their medicine.

Using Idelvion
Idelvion comes as a powder in a vial.2
Water for injection must be added to this
powder to make a solution, in a process
called reconstitution.

Please refer to the patient information
leaflet and separate guide for detailed
instructions on how to reconstitute and
prepare your child’s medicine for injection.

How often does my child
need to take their medicine?
There are several factors, such as age
and level of physical activity, among
others, that will determine the number
of days between injections. Your child’s
haemophilia care team will discuss with
you the treatment dose and frequency that
is right for them. It is likely that when your
child is first prescribed Idelvion, they will
be asked to have some additional blood
tests to determine what is best for them.

Are there any side effects?
Like all medicines, Idelvion can cause side
effects, although not everybody gets
them. Of the side effects that patients
reported, the most common were injection
site reactions, headaches and dizziness.2
If you are concerned about any reactions or
possible side effects, contact your child’s
haemophilia care team immediately.
This includes any possible side effects
not listed in the package leaflet. Please read
the ‘possible side effects’ section of the
package leaflet carefully. For reporting side
effects, see the back cover of this booklet.

Allergic reactions may occur with this
medicine. Please stop using this medicine
immediately and contact your child’s
haemophilia care team, if they have any of the
following symptoms: dizziness, wheeziness,
low blood pressure, difficulty breathing, chest
tightness, swelling of the face, rash or hives.

If you notice your child’s treatment is no
longer working as before, you should stop
using the medicine and contact their
haemophilia care team immediately.
Talk to your child’s haemophilia care team
straight away about any side effect that
bothers your child or does not go away,
or if bleeding is not controlled using
their medicine.

Idelvion is available in four sizes: 250 IU, 500 IU, 1000 IU and 2000 IU.
The size your child needs will depend on their treatment dose, which their
haemophilia care team will discuss with you.

Your questions
answered
Q

How do we store
Idelvion?

A

Idelvion does not need to be stored
in a refrigerator and can be stored
at room temperature (2–25°C).2
Do not store above 25°C.2 Do not
freeze.2 Keep vials in the outer
carton to protect from light.2

Q

How should we store my
child’s medicine when
travelling abroad?

A

If you are travelling abroad, it is
advisable to carry Idelvion in your
hand luggage, together with a
letter from your child’s haemophilia
centre stating why they need to
take medicine and needles
through customs.

The product should be used before
the expiry date on the carton.2
After reconstitution the product
should be used immediately and
not stored for future use.2

Q

What is the normal
appearance of Idelvion?

A

Idelvion is a pale yellow to white
powder. The reconstituted
solution should be clear or slightly
opalescent, yellow to colourless in
appearance. Do not use solutions
that are cloudy or that contain flakes
or particles.

Q

What do I do if my child
forgets a dose or takes
too much?

A

If your child forgets a dose or takes
more than is recommended, please
contact their haemophilia care team
immediately for advice.

As Idelvion can only be stored at a
temperature of up to 25°C,2 carry
your child’s medicine in a cool bag
as the cabin may get too hot. If
travelling to a hot country, it may
be necessary to store their medicine
in a fridge or cool bag throughout
your trip.

Q

Are there any support
groups for people with
haemophilia B?

A

The Haemophilia Society is a
UK-wide charity for all those
affected by bleeding disorders,
including friends and family. You
can find out further information
by visiting their website.

Reporting side effects
If you get any side effects, talk to your doctor, pharmacist or nurse. This includes any
possible side effects not listed in the package leaflet. You can also report side effects
directly via the Yellow Card Scheme at https://yellowcard.mhra.gov.uk.
By reporting side effects you can help provide more information on the safety of this medicine.
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