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In our last update in June 2025, we shared the difficult news that NICE did
not recommend pegzilarginase for treating people with arginase-1
deficiency (ARGId). Since this announcement, we have been working hard
together with the clinical experts to address the outstanding concerns
from NICE.

We submitted our response in July 2025 and made a joint request to move
the next committee meeting to an earlier date, based on the availability of
experts and the worsening situation for several members in the English
ARGId community. The original meeting was scheduled for October 2025.

We are delighted to share that our request was accepted, and the next
committee meeting will be held on the afternoon of Thursday, 18" of
September! A final decision is currently scheduled to be released by 12
November 2025.

WANT TO ATTEND THE COMMITTEE MEETING?
~

You can attend the virtual committee meeting as a public observer on
18 September 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 11 September 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.
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https://meetnice.zoom.us/meeting/register/lU8u20VHQVe5uUYtAEZPqw#/registration

