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During your Baseline, Month 6, and Month 12 visits in Cambridge, the trial doctor performs several ‘clinical scales’. These may
involve asking you to stick your tongue out, tap your hand in a given pattern, or draw a spiral. \
Like this!

These clinical scales measure ‘dystonia’ (uncontrolled and sometimes painful
muscle movement) and ‘chorea’” (uncontrolled small twitching or jerking
movements). However, this doesn't mean you will necessarily have these
symptoms associated with your neuroferritinopathy. We are looking to see
whether there is any change in the clinical scales over the 3 visits. This data will be
used alongside the results of the MRI scan to help draw conclusions about
( whether deferiprone is an effective treatment for neuroferritinopathy.
The UDRS is one of the
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clinical scales used in the If you have any questions whilst the doctor is performing these clinical scales, please ask!

DefINe trial

I " Thank you for your participation in the DeflNe trial. Please do not hesitate to
Recrurtment Update' contact the research team if you have any questions about any aspect of the trial.
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