UPDATE ON THE ASSESSMENT |
OF FOSDENOPTERIN FOR SUPPORT
TREATING MOLYBDENUM "SR
COFACTOR DEFICIENCY TYPE A

(JANUARY 2025)

In this update, we would like to share progress that has been made in the
assessment of fosdenopterin, also known as Nulibry®, for people living with
molybdenum cofactor deficiency (MoCD) type A by both SMC (covering
Scotland) and NICE (covering England and Wales).

Thank you to everyone who supported this process or shared their
experiences and lives with us.

On the 6th of August, the SMC Committee met to discuss
fosdenopterin for treating MoCD type A. Metabolic Support UK
attended the meeting to represent, and be the voice of, people
caring for someone with MoCD type A.

As discussed in our July update, we already knew that
fosdenopterin had qualified to be assessed as an ultra orphan
medicine, which means it will be approved for an initial period of
three years to allow for additional evidence and data to be
collected.

Following some initial delays, we are now happy to share that the
data collection period is going ahead. The Scottish Government will
confirm exactly when fosdenopterin will become available on the
NHS in Scotland as part of the ultra-orphan pathway. Once we
have more details, we will update you again.
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On the 7th of November, the NICE Committee met to discuss
fosdenopterin for treating MoCD type A. Metabolic Support UK

attended the meeting to represent, and be the voice of, people
caring for someone with MoCD type A. During this meeting, NICE
discussed the outstanding key issues (for example about the
economic model aspects relating to the quality of life data used
and outcomes produced) and responses that were received during
the consultation period.

We expect that the final recommendation on whether or not NICE
recommends fosdenopterin for treating MoCD type A will be
published this year. However, it is currently unclear exactly when
this will be. Once we have more details, we will update you again.

QUESTIONS OR NEED SUPPORT?

~
\_3 Please reach out via our free support line: 0800 652 3181

\_7 Submit your questions virtually via our contact form

Join our MoCD type A community group (email our
—7 Community Lead, Toni, to get set up)
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