


Good Morning 
& Welcome!

Sharon Allsopp

Chair of the NSA Board 
of Trustees



Agenda AM

Time Agenda Item Presenter(s)

10:00 Welcome from Chair including 
Housekeeping

Sharon Allsopp

10:15 Working for the best care for people 
with NS

Dr. Emma Burkitt-Wright & Dr. 
Sarah Wilson

10:45 Co-production of an educational 
toolkit for children and young people 
with Noonan Syndrome

Dr. Katie Coveney, Dr. Basma 
Salem, Andrea Reid-Kelly, Sue 
Miller & Jenny Milne

11:15 Treatment of lymphatic problems in 
NS with Trametinib, with first hand 
insight of a patient

Prof. Sahar Mansour & Feargus

11:45 Understanding learning & behaviour 
in NS

Dr. Shruti Garg & Isabel Turner

12:15 
– 
13:15

Buffet Lunch (Foyer)



Agenda PM

Time Agenda Item Presenter(s)

12:30 1:1 Appointments with 
professionals in breakout room

13:15 Feeding problems in NS Dr. Keir Shiels

13:45 Heart problems in NS – What 
patients & families need to know

Dr. Andrew Constantine

14:15 Break (15 mins)

14:30 Q&A with our panel of experts Hosted by Sam Weston

15:45 Future prospects for the treatment 
of NS Spectrum disorders

Dr. Emma Burkitt-Wright

16:15 Wrap-Up, Thank You & Close Sharon Allsopp





2026 NSA News

Received a very generous legacy donation in memory of Charles & Silvia Sebestyen

Welcomed four new Trustees to the Board, a new Admin Assistant, an additional 
medical professional to the Medical Subgroup, and recruited several volunteers to 
support Communications and Fundraising

Developed a new ‘Multi-Agency’ subgroup to focus on non-medical support activities 
and research

Co-production of an educational toolkit for children and young people with NS in 
collaboration with professionals from Loughborough University

Significantly raised NSA profile by attending external events and conferences (e.g. 
Rare Disease events)

Ongoing input to NSA International Guidelines

We are pleased to announce the opening of the Pam Belson Memorial Research Grant 
offering funding of up to £10k for research focused on the cardiac manifestations of 
NS – Deadline for applications is 20th Nov 2026
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