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As a reminder, today’s AGM officially covers the period from the 
beginning of April 2019 to the end of March 2020. Covid-19 has meant 
we are holding this meeting much later than expected. With that in 
mind, today’s overview will also cover some recent events and 
activities.


The 12 months to the end of March 2020 have been an extraordinary 
time for the SMA community and for SMA UK. In July 2019 NHS 
funding agreements for access to the drug treatment nusinersen were 
announced and in August we launched the ‘Living With SMA’ section of 
our website having already been an active member of the international 
group that worked on the Guide to International Standards of Care for 
SMA that was published in June 2019. I should also mention that in 
June of this year we launched Community Connections with 90 
individuals signing up to participate in these virtual sessions.


These achievements took place while at the same time maintaining all 
our day to day activities. During 2019 our Support Services team, so 
ably led by Liz Ryburn, provided support and advice to 232 families and 
97 health professionals in the UK. In addition the team provided advice 
to a further 56 families from overseas. So far in 2020 those numbers are 
177, 56, and 56. 


Of course none of this would be possible without the extraordinary 
efforts of our fundraising team led so strongly by Caroline Dolan, whose 
success will become apparent when Katharine provides the financial 
update.




Returning to the drug treatment, nusinersen. We were of course 
delighted at last to see a positive outcome for many, but we were 
devastated to see in England the exclusion of the large majority who 
have SMA Type 3. We immediately started work to advocate for change 
and monitor the reality of how soon children and adults would actually 
receive treatment. We are able to do this via our role as one of the 
patient representatives on the NICE/NHS England Managed Access 
Agreement Oversight Committee. This committee will meet bi-annually 
for the 5 years of the agreement and will be part of the full NICE review 
of access in 2024. Our advocacy for nusinersen included conducting 
community surveys and working with NHS England and neuromuscular 
centres to address access issues and continuing to push for the earliest 
possible review of access for those who have SMA Type 3 and have 
lost their ability to walk. As you will know, there is at last a process and 
timetable for this and we have submitted all evidence we hold. 


Access to nusinersen remains a top priority as it does for other drug 
treatments too. During 2020 SMA UK has written and made a joint 
submission with MDUK about Risdiplam to NICE, participated as 
patient experts at the NICE committee meeting on Zolgensma and is 
now, again with MDUK, making a submission to the Scottish Medicines 
Consortium for their appraisal of access to Zolgensma. Along with this 
we have been monitoring the roll out of the Early Access to Medicines 
Scheme for Risdiplam and advocating for equal access for those who 
are eligible across the UK. We are also involved with work to advocate 
for access to newborn screening for SMA and, along with many other 
groups, providing input into the NICE Methods Review.




This work, the clinical trial results, and research updates, subject to 
confidentiality requirements, are all reported to the community on our 
website as well as via social media and our monthly e-news.


At this point I should emphasise that we don’t just advocate for access 
to drug treatments – good lives need so much more than this and there 
is still a long way to go to ensure that people have access to health and 
social care packages and support at school and work that really does 
meet their needs; equipment, accessible housing and ongoing 
emotional and psychological support – all are so vital. I’m proud to say 
our team works tirelessly on these issues both with individuals and 
more globally with other charities and groups.


Another very public part of our work is our great tradition of providing 
face-to face information, support, and social events. This year we 
began planning a very ambitious 2 year programme with the first 
meeting scheduled in August 2020. Obviously Covid put paid to this but 
we remain determined to re-launch when conditions allow.


Covid has had a significant effect on our community with many of our 
members shielding from this terrible virus. Our team has worked 
tirelessly to ensure that our website is up to date and relevant, providing 
the latest professional advice and government guidance.


This effort by our team is all the more extraordinary given the fact that a 
large percentage of colleagues were furloughed. We took this decision 
to preserve our financial position during this very uncertain time. I hope 
that we are through the worst of it and I remain optimistic but not 
complacent for the outlook in 2021.




It is now time for me to say a few thank yous.


I would like start by thanking the retiring trustees. To quote our former 
chair, “you have all been exceptional — and individually given so much 
to our cause. Your time, energy, insight, advice and, in particular, some 
with your exceptional fundraising contributions and others with your 
financial control and analysis. We are very much in your debt”.


I would like to thank my predecessor as chair, Hugo, for his excellent 
stewardship of SMA UK during the last financial year. His strong 
leadership provided a platform that has enabled us to weather the 
Covid storm some what better than other charities. I am delighted he 
has agreed to stay on as a trustee.


While I’m on the subject of trustees, I would like to say a special 
thankyou to the Board. The last few months have thrown up challenges 
that nobody would have been able to predict. Your willingness to make 
yourselves available at short notice for phone calls and additional 
meetings is greatly appreciated. Thank you.


A big big thank you to our incredible team at SMA UK. With the tireless 
and exceptional leadership of Liz Ryburn and Caroline Dolan you’ve 
together accomplished so much in very testing circumstances. I know 
you’ve worked all hours of the day with limited resources during the last 
few months. We appreciate your amazing focus and dedication. 


Finally, I want to recognise the overwhelming generosity and support 
provided by our community, our members, and our supporters during 



this difficult time. Without your financial assistance and your ongoing 
encouragement we wouldn’t be where we are today. We will all continue 
to work hard and focus on fulfilling SMA UK’s vision, mission, and 
strategy.



