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NATIONAL INSTITUTE FOR HEALTH AND CARE EXCELLENCE
Centre for Health Technology Evaluation
Highly Specialised Technologies Evaluation Committee (HSTEC) meeting minutes
Minutes:	Unconfirmed
Date and time:	Thursday 15 April 2021
Location:	Zoom

Committee members present
Dr Paul Arundel (Chair)			Present for all items
Dr Peter Jackson (Vice Chair)			Present for all items
Professor Ron Akehurst			Present for all items
Philip Beales			Present for all items
Sarah Davis			Present for all items
Stuart Davies			Present for all items
Carrie Gardner			Present for all items
Dr Shehla Mohammed			Present for all items
Dr Mark Sheehan			Present for all items
Matt Smith			Present for all items
Professor Lesley Stewart			Present for all items
NICE staff present:
Nicole Elliott, Associate Director			Present for all items
Jo Ekeledo, Project Manager			Present for all items
Adam Brooke, Technology Analyst			Present for all items
Sharlene Ting, Technical Analyst			Present for all items
Sophie Mchugh, COT Admin			Present for all items
Catherine Pank, COT APM			Present for all items
Gemma Smith, COT Coordinator			Present for all items
Daniel Greenwood, COT Assistant Admin	Present for all items
Hollie Kemp, COT Apprentice			Present for all items
Catherine Pank, COT APM			Present for all items
Heidi Livingstone, PIP					Present for items 1 to 4.2
Ruth Melville, Medical Editor					Present for all items
Sally Doss, Observer					Present for all items
Verena Wolfram, Observer					Present for all items

[bookmark: _Hlk1984286]External group representatives present:
Mark Simmonds, York					Present for items 1 to 4.3
Rob Hodgson, York					Present for items 1 to 4.3
Professional experts present:
Mr Ben Doak, NHSE commissioning expert			Present for items 1 to 4.2
Mrs Nicola Elson, Patient Expert, ArchAngel 			Present for items 1 to 4.2
Prof Paul Gissen, Clinical Expert, Orchard Therapeutics     	Present for items 1 to 4.2
Dr Simon Jones, Clinical Expert, Orchard Therapeutics	Present for items 1 and left between point 4.1.2 & 4.2
Mrs Georgina Morton, Patient Expert, 					Present for items 1 to 4.2
Alex,The Leukodystrophy Charity 				
Dr Rahul Singh, Clinical Expert, BPNA		Present for items 1 and left between point 4.1.2 & 4.2
Mrs Sophie Thomas, Patient Expert, Mucopolysaccharide Society Present for items 1 to 4.2

Introduction to the meeting
The chair welcomed members of the committee and other attendees present to the meeting.
The chair noted apologies from Jeremy Manuel and Karen Whitehead.
News and announcements
None.
Minutes from the last meeting
The committee approved the minutes of the committee meeting held on Wednesday 10 February 2021
  
Evaluation of OTL-200 for treating metachromatic leukodystrophy [ID1666] 
Part 1 – Open session
The chair welcomed the invited professional experts, external group representatives, members of the public and company representatives from Orchard Therapeutics 
The chair asked all committee members, professional experts, external group representatives and NICE staff present to declare any relevant interests in relation to the item being considered. 
Lesley Stewart declared a Non-Financial Professional & Personal Interests interest as she is employed by the University of York and directs the work of the York TAR team who are the ERG for this evaluation. However, she has had no involvement whatsoever in the work. 
.  
It was agreed that her declaration would not prevent Lesley Stewart from providing expert advice to the committee.
Paul Gissen declared a Direct Financial interest as he has worked on the advisory board for Orchard.
It was agreed that his declaration would not prevent Paul Gissen from providing expert advice to the committee.
Simon Jones declared a Direct financial interest as he works with orchard in an ad hoc consulting capacity on MPSI, MPSIIIA and MLD. He is also an investigator in a clinical trial (in MPSIIIA) sponsored by the university of Manchester but funded by orchard.
It was agreed that his declaration would not prevent Simon Jones from providing expert advice to the committee.
Georgina Morton declared a Indirect financial interest as ArchAngel MLD Trust received a grant of £5000 in December 2019 from Orchard Therapeutics in support of work towards newborn screening for MLD and ArchAngel MLD Trust, The MPS Society and MLD Support Association UK have jointly received a grant of £11,600 in August 2020 to carry out an MLD patient and caregiver burden survey.
It was agreed that her declaration would not prevent Georgina Morton from providing expert advice to the committee.

Part 2a – Closed session (members of the public and professional experts were asked to leave the meeting. The ERG and company remained). 
The committee discussed confidential information submitted for this item.
Part 2b – Closed session (company representatives, and the external group representatives were asked to leave the meeting)
The committee asked the NICE technical team to prepare the Evaluation Consultation Document (ECD) or the Final Evaluation Determination (FED) in line with their decisions.
Date of the next meeting
The next meeting of the Highly Specialised Technologies Evaluation Committee (HSTEC) will be held on Thursday 13 May 2021 and will start promptly at 9.00am. 
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