UPDATE ON THE ASSESSMENT
OF PEGZILARGINASE FOR
TREATING ARGINASE-1
DEFICIENCY (MAY 2025)
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Your rare condition.
Our common fight.

In our last update in September 2024, we shred that NICE decided not to
recommend pegzilarginase for treating ARG1d. Thanks to your responses
to our call to action and the responses from healthcare professionals, we
were able to respond to a number of the uncertainties identified by NICE
with concrete, lived experience, evidence.

After the consultation period finished, Immedica requested that the
timelines for the assessment be paused to allow them to collect more
evidence and respond to all uncertainties.

We are happy to let you know that a new date to discuss all the evidence
submitted, by us, the healthcare professionals, and Immedica, has now
been set by NICE. The next committee meeting will be held on the
afternoon of Thursday, 22" May.

WANT TO ATTEND THE COMMITTEE MEETING?
~

You can attend the virtual committee meeting as a public observer on
22 May 2025. This means you can listen and watch, but will not be
expected to, or able to, actively participate. If you are interested in
attending please click here. Registration closes on 15 May 2025.

During registration, you will be asked to provide some personal details
so they know who will be attending and whether you have any
accessibility needs. Please note that you will only receive the official
invitation with the link to attend 2-3 days before the meeting.

Metabolic Support UK is a charity registered in England and Wales (1089588) in Scotland (SC044634) and a Company Limited by
Guarantee (04267454).
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