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NATIONAL INSTITUTE FOR HEALTH AND CARE EXCELLENCE
Centre for Health Technology Evaluation
Rare Diseases (HSTEC) Committee meeting minutes
Minutes:		Confirmed
Date:		Thursday 19 February 2026
Location:		Via Zoom
Attendees
Committee members present
[bookmark: _Hlk119601484]Dr Paul Arundel (Chair)					Present for all items
Professor Iolo Doull (Vice Chair)					Present for all items
Annett Blochberger					Present for all items
Emtiyaz Chowdhury					Present for all items
Carrie Gardner					Present for all items
Tina Garvey					Present for all items
Professor Jonathan Ives					Present for all items
Professor Dusko Ilic					Present for all items
Dr Natalia Kunst					Items 1.1 to 4.1.3
Stuart Mealing					Present for all items
Professor Ed Wilson					Present for all items
NICE staff (key players) present
Richard Diaz, Associate Director					Present for all items
Christian Griffiths, Principal Topic Adviser			Items 1.1 to 4.1.3		
Alan Moore, Topic Adviser					Items 1.1 to 4.1.3		
Yelan Guo Topic Adviser					Items 5.1 to 5.2.2
Lauren Elston, Topic Analyst					Items 1.1 to 4.1.3		
Madiha Adam, Topic Analyst					Items 5.1 to 5.2.2
Catherine Spanswick, Topic Analyst					Items 5.1 to 5.2.2


Thomas Feist, Topic Project Manager					Items 1.1 to 4.1.3 & 5.1 to 5.2.2
Dahlia Shalks, Assistant Project Manager			Present for all items
[bookmark: _Hlk1984286]External assessment group representatives present
Huiqin Yang, Kleijnen Systematic Reviews Ltd			Items 1.1 to 4.1.3
Nigel Armstrong, Kleijnen Systematic Reviews Ltd		Items 1.1 to 4.1.3
Daniel Gallacher, Centre for Evidence and Implementation Science, University of Birmingham					Items 5.1 to 5.1.3
Mehdi Yousefi, Centre for Evidence and Implementation Science, University of Birmingham					Items 5.1 to 5.1.3
Clinical, Patient & NHS England experts present
Dr Sally Johnson, Consultant Paediatric Nephrologist, clinical expert, nominated by British Association for Paediatric Nephrology					Items 1.1 to 4.1.3
Dr Edwin Wong, Consultant Nephrologist, clinical expert, nominated by MPGN/DDD Support Group & The UK Kidney Association			Items 1.1 to 4.1.3
Alex Gibbs, patient expert, nominated by MPGN/DDD Support Group								Items 1.1 to 4.1.3
Lewis Brimble, patient expert, nominated by MPGN/DDD Support Group 								Items 1.1 to 4.1.3
Sanjeev Patel, Cancer Drug Fund clinical lead, NHS England	Items 1.1 to 4.1.3
Dr Nicolas Martinez-Calle, Consultant Haematologist, clinical expert, nominated AstraZeneca Ltd					Items 5.1 to 5.1.3
Dr Helen Marr, Consultant Haematologist, clinical expert, nominated by UK CLL Forum 						Items 5.1 to 5.1.3
Hugh Pender, patient expert, nominated by Leukaemia UK	Items 5.1 to 5.1.3
Jackie Martin, patient expert, nominated by CLL Support	Items 5.1 to 5.1.3
Stephen O’Brien, Cancer Drug Fund clinical lead, NHS England	Items 5.1 to 5.1.3

Please note that alongside the attendees listed in this document, there were additional NICE Staff present in this meeting. These attendees were not involved in the decision making or discussions.



Minutes
1. [bookmark: _Hlk72144168]Introduction to the meeting
1.1. The chair, Dr Paul Arundel welcomed members of the committee and other attendees present to the meeting.
1.2. The chair noted apologies from Angharad Shambler and Sara Payne.
2. News and announcements
2.1. None.
3. Minutes from the last meeting
3.1. The committee approved the minutes of the committee meeting held on Thursday 20 November 2025, Thursday 18 December 2025, and Thursday 22 January 2026. 
4. [bookmark: _Hlk119512620]Appraisal of Pegcetacoplan for treating complement 3 glomerulopathy or primary immune-complex membranoproliferative glomerulonephritis in people 12 years and over [ID6489]
4.1. Part 1 – Open session
4.1.1. The chair, Dr Paul Arundel welcomed the invited experts, external assessment group representatives, members of the public and company representatives from Swedish Orphan Biovitrum Ltd.
4.1.2. [bookmark: _Hlk133572433]The chair asked all committee members and experts, external assessment group representatives and NICE staff present to declare any relevant interests in relation to the item being considered. Declarations for this appraisal can be found on the Topic Register of Interest (TROI) on the topic webpage, here.
4.1.3. [bookmark: _Hlk95998136]The Chair led a discussion of the evidence presented to the committee. This information was presented to the committee by Professor Ed Wilson, Carrie Gardner, and Professor Jonathan Ives.
4.2. Part 2 – Closed session (company representatives, professional experts, external assessment group representatives and members of the public were asked to leave the meeting)
4.2.1. [bookmark: _Hlk119603923]The committee then agreed on the content of the Draft Guidance (DG) or Final Draft Guidance (FDG). The committee decision was reached by consensus.
4.2.2. The committee asked the NICE technical team to prepare the Draft Guidance (DG) or Final Draft Guidance (FDG) in line with their decisions.
· Further updates will be available on the topic webpage in due course.
5. Appraisal of Acalabrutinib and venetoclax with or without obinutuzumab for untreated chronic lymphocytic leukaemia [ID6232]
5.1. Part 1 – Open session
5.1.1. The chair welcomed the invited experts, external assessment group representatives, members of the public and company representatives from AstraZeneca Ltd. 
5.1.2. The chair asked all committee members and experts, external assessment group representatives and NICE staff present to declare any relevant interests in relation to the item being considered. Declarations for this appraisal can be found on the Topic Register of Interest (TROI) on the topic webpage, here. 
5.1.3. The Chair led a discussion of the evidence presented to the committee. This information was presented to the committee by Tina Garvey, Professor Dusko Ilic, and Stuart Mealing.
5.2. Part 2 – Closed session (company representatives, professional experts, external assessment group representatives and members of the public were asked to leave the meeting)
5.2.1. The committee then agreed on the content of the Draft Guidance (DG) or Final Draft Guidance (FDG). The committee decision was reached by consensus.
5.2.2. The committee asked the NICE technical team to prepare the Draft Guidance (DG) or Final Draft Guidance (FDG) in line with their decisions.
· Further updates will be available on the topic webpage in due course.
Date of the next meeting
The next meeting of the Rare Diseases Committee (HSTEC) will be held on Thursday 19 March and will start promptly at 9am. 
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