UPDATE ON THE ASSESSMENT OF
PEGZiLARGINASE FOR TREATING
ARGINASE-1 DEFiCiENCY (SEPTEMBER
2024)

On 6 September 2024, NICE published an update on their evaluation of
pegzilarginase for people living with ARG1d. Unfortunately, NICE does not
recommend pegzilarginase for treating ARG1d.
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While NICE acknowledges that pegzilarginase reduces the arginine levels
in the blood compared to the use of a placebo with usual treatment; they
have expressed uncertainty around the impact of pegzilarginase in other
areas, including mobility and cognitive impacts.

Due to these uncertainties, NICE has concerns about the cost-
effectiveness of pegzilarginase using NHS resources. To address these
uncertainties, NICE has opened a three-week consultation process on their
draft recommendation. This consultation allows us, and others, to gather
and submit further data from the ARGld community around the world to
address NICE's concerns.

_YOUR CAUL TO ACTION.

“~—_=> Take part in our ARGId community survey (click here)

~~_=> Submit your views to NICE (click here)

\3 Pass it along: please encourage others to complete
the survey and submit their views
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https://forms.gle/6LJJo73LJz7PNLwNA
https://www.nice.org.uk/guidance/indevelopment/gid-hst10054/consultation/html-content-6

