El] HUNTER SYNDROME DIARY

It can be hard to keep track of all the information from your
appointments with healthcare professionals. This diary may help
you keep key information in one place.

You may also wish to keep track of your child’s progress and
abilities between appointments, which may help when reporting
back to healthcare providers.

You can print the pages in this diary multiple times to ensure you have enough,
or you could create your own diary.

Please note that the information in this resource is not intended to be a substitute for
advice from a healthcare professional. Furthermore, the information is not exhaustive,
so there may additional information that you will want to record before, during, and
after appointments. If you are in doubt you should contact a healthcare professional
for advice.
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Tests and assessments

You can record the tests your child has had here:

. . Wh — When will the .
What is the When is the ere shou results be What might the results

test for? test? go for the test? available? tell us?
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Between appointments

Make a note of changes or events, and their corresponding dates, in the notes
section below so that you can follow these up with your healthcare providers.

Neuronopathic Hunter syndrome only

Cognitive abilities and development
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Appointment notes

You can record your notes from healthcare appointments here:

Appointment with [name] ...
who is a [specialism/title] ...
on[date] ...................... at[clinicname] ... ...

What did you find out? ...

What are the next steps? ... ...

When is the next appointment? ...
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