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Name Role with Type of interest Description of interest Interest Comments
NICE declared
Stella O’Brien TAC C Indirect — Stella O’Brien is a working group 13.11.2023 | It was agreed that Stella
Committee Financial member for Genetics Alliance UK. O’Brien's declaration
member Ultragenyx made a donation to ITN would not prevent her from
towards the cost of filming a participating in discussions
programme about living with rare on this appraisal.
diseases for Rare Disease Day: the
programme was in collaboration with
GA UK although GA UK didn't
receive any direct funding. Stella
was not involved in the making of
the programme or any other part of
that project.
Satish TACC Direct — financial | Regeneron is the manufacturer of 18.10.2023 | It was agreed that Satish
Venkateshan Committee evinacumab. Satish Venkateshan Venkateshan’s declaration
member works for Regeneron, would prevent him from
pharmaceuticals/biotech company. participating in discussions
Satish also owns shares in the on this appraisal.
company and have stock options.
Jaimini Cegla Clinical Expert | Financial & non- | Jaimini Cegla has received 14.11.2023 | It was agreed that Jaimini
financial interests | speaker/consultancy fees from: Cegla's declaration would
Amgen, Sanofi, Amyrt, Pfizer, not prevent her from

10f3




N I C E National Institute for
Health and Care Excellence

AKCEA, Amgen, Pfizer, MSD,
Genzyme-Sanofi, Amryt, Ultragenyx.
Handrean received personal fees

Name Role with Type of interest Description of interest Interest Comments
NICE declared
Novartis, Akcea, lonis. providing expert advice to
Jaimini is a member of HEART UK’s the committee
Medical, Scientific and Research
Committee.
Jaimini has received research grants
from: Amgen (2019 -present), Amyrt
(2018-present), Novartis (2021-
present).
Karen Hasid Patient Expert Organisational | HEART UK received £4000 from 14.11.2023 | It was agreed that Karen
Interests Ultragenyx for HEART UK Annual Hasid's declaration would
Scientific Conference not prevent her from
providing expert advice to
the committee
Adam Barratt Patient Expert Organisational | HEART UK received £4000 from 14.11.2023 | It was agreed that Adam
Interests Ultragenyx for HEART UK Annual Barratt's declaration would
Scientific Conference not prevent him from
providing expert advice to
the committee
Handrean Soran Clinical Expert Financial Handrean Soran received research 14.11.2023 | It was agreed that
interests grants and donations from Alexion, Handrean Soran's

declaration would not
prevent him from providing
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and education grants from Aegerion,
Amgen, Janssen Cilag Ltd, MSD,
AKCEA, Pfizer, Sanofi, NAPP, Link-
Medical, Alexion, Medicine’s
Company, Novartis, Novo Nordisk.

expert advice to the
committee
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