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e As a service we looked at what
Information we had for patients
and their families

 The leaflet used was
overwhelming with information as
fed back by families
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Producing information

« Information is an important part of the patient
journey and central to the overall quality of each
patient’s experience

« Itis important that the information can be
understood by our patients and aids them to
make informed choices about their treatment
and care.

e Itis also important that the information we
produce for other audiences such as visitors
and staff is written in a format which is easily
understood and assimilated.
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Producing information (Cont)

e Itis essential that all clinical information given
to patients Is up-to-date and accurate

 Itis important that the information we provide
to patients and their families is clearly written,
contains accurate and up-to-date content and
can be understood by the intended target
audience
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Good information can:

Give patients confidence so their overall experience
as a patient is improved.

 Remind patients what their doctor, nurse or other
health professional told them.

» Allow people to make informed decisions — it gives
people time to go away, read the information and
think about the issues involved.

* Involve patients and their carers in their treatment
and condition.
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Communication must be:
e C(Clear — so it can be understood.

« Straightforward — Using fewer words and keeping to the
necessary information.

 Modern — using everyday language.

» Accessible — Available to as many people as possible. It
needs to be up-to-date, not contain jargon and be given to
the patient at the appropriate time.

« Honest — Information should be based on current evidence.

» Respectful — Sensitive to cultural needs and all people,
avoiding stereotypes.
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« With all this in mind we decided to redesign
our information leaflets

« With the help of a neuroscience student
(specialist subject science communication
and the media) at the university of

Manchester, we also produced 3 videos on
CHI
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Introduction to the genetics of CHI -
https://www.youtube.com/watch?v=qN3JdWWO0

L-l

Focal CHI -
https://www.youtube.com/watch?v=h-

9XsG5ICKQ

Effects of hypoglycaemia in CHI -
https://www.youtube.com/watch?v=rT1y2sCGT

Pc


https://www.youtube.com/watch?v=qN3JdWW0L-I
https://www.youtube.com/watch?v=qN3JdWW0L-I
https://www.youtube.com/watch?v=h-5XsG5ICKQ
https://www.youtube.com/watch?v=h-5XsG5ICKQ
https://www.youtube.com/watch?v=rT1y2sCGTPc
https://www.youtube.com/watch?v=rT1y2sCGTPc
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Parents were consulted during the composition
stage of production

We have trialed the booklets with families and have
received very positive feedback

No information overload as information is divided
into booklets and given as needed

Videos were produced in close consultation with
parents of children with HI

We are planning to do further videos possibly on
drugs used to treat HI and one on surgery for Hl
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