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MSD has secured an important new listing on the PBS for patients with von Hippel-Lindau (VHL) disease, a rare genetic
condition for which there were no treatments listed on the PBS, the company securing a cost utility listing while Bayer
achieved listing for the first therapy for endometriosis in 30 years and Takeda secured an important expansion for patients.

WELIREG (belzutifan) listed on the PBS yesterday (Sunday) in what is nothing short of an extraordinary Christmas gift for
patients and a demonstration of the PBAC working with a sponsor to manage uncertainty, and listening to the people with
the most to benefit.

While the patient access gap (PAG) between when Welireg was registered by the TGA and listed on the PBS is 693 days, the
delay was due to MSD gathering sufficient evidence to help PBAC deal with the high level of uncertainty, the PBAC
consequently playing its part in recommending Welireg at first appearance, even offering MSD a Pathway A facilitated
pricing track.

While at five months the pathway proved
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this happen. We feel so privileged to
have worked alongside the patients Source: MedNews®
and their families to lobby and

advocate for Welireg to be available

on the PBS.



“The reality of this being a PBS medication has so many benefits not only for the patients and their families to have control
of tumours and shrink tumours. It also has a huge cost saving benefit to the health system.

“VHL patients can now plan for their futures, be active members of the community, in the workforce and able to have a
rmuch better quality of life — a life they deserve. We are just so relieved and happy!”

The listing has a net cost to the government of =

more than $20 million a year, so required ﬁ
Neuroendocrine Cancer

Cabinet approval, but is now available for the
frequently camouflages itself.

500 eligible patients with VHL suffering
associated conditions. On average, VHL
typically manifests around the age of 26, and
nearly 97 per cent of individuals carrying a VHL
gene mutation will experience symptoms by
the time they reach 65. It is passed on to
children, meaning generations of families
suffer. Welireg is the first and only treatment
for the condition.
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NECA led the charge for the PBS listing of Welireg, including CEO
Meredith Cummins (centre).
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