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MINUTES OF SMA UK’S  
MEETING OF THE GENERAL ASSEMBLY 

26th November 2020 
Online via Zoom 

 
Present: Mark Dearlove (Chair), Katherine Jackson, Casimir Knight, Ros Quinlivan, Toby 
Mildon, Deborah Waltier, Tim Sheffield, Michael Collins, Yvette Edwards, Alistair Emslie-
Smith, Julian Fiorentini, Clare Gray, Srin Madipalli, Ben Morris, Lauren West, Maxim Polasik, 
Carol Worwood, Liz Ryburn (Support Services Manager), Caroline Dolan (Fundraising 
Manager) & Vanessa Christie-Brown (Research Coordinator / Minutes). 

 
Apologies: Hugo van Vredenburch 
 
2019/20 REVIEW 

 
The Chairman, Mark Dearlove opened the meeting with a review of 2019/20 and explained 
that the AGM was being held much later due Covid.  
 
Achievements during the year included the announcement of NHS funding agreements for 
access to the drug treatment nusinersen and the launch of ‘Living With SMA’ section of our 
website. Also, our launch of the Community Connections Programme in June 2020.  
 
During 2019 our Support Services team 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. 
 
SMA UK were devastated to see in England the exclusion from access to nusinersen of the 
large majority who have SMA Type 3. We are advocating for change. 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. 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.  
 
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. 
 
SMA UK doesn'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. 
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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. 
 
SMA UK has worked tirelessly to ensure our website is up to date and relevant, providing the 
latest professional advice and government guidance relating to Covid. 
 
The Chairman took some time to thank everyone: 
 

1. All retiring Trustees, who have all been exceptional.  
2. Hugo van Vredenburch for his stewardship over the past year 
3. The Board for their willingness to make themselves available, often at very short notice. 
4. The Team for their incredible work and amazing dedication, managing with limited 

resources.  
5. The members & supporters for their financial contributions and support. 

 
 
2019/20 FINANCIAL REVIEW 

 
This was presented by Katharine Jackson, Treasurer. 
 
This has been the first full year of operation for SMA UK as a merged entity between SMA 
Support UK and The SMA Trust. 
 

• Income: A total of £925,000 was received, which is an increase of 16% when 
compared to last year.  

• Expenditure has been well controlled although there had been some increases, 
largely due to fundraising events. 

• The value in the pound has decreased from 67p to 56p value, due to a one-off 
expense related to restructuring.  

• Surplus: SMA UK ended the year with a surplus of £78,000 compared to £38,000 in 
the prior year.  

 
This year, the charity has been highly impacted by COVID, but the executive team and the 
staff worked very quickly and efficiently to manage the situation. The charity is now in a strong 
operational position.  
 
The Treasurer, Katherine Jackson, expressed her gratitude to Neil Ashby, SMA UK’s past 
Treasurer, who had worked very hard for many years. Katherine looks forward to managing a 
challenging future and maintaining the charity’s fundraising and its position in the future. 
 
The chairman opened the session to members for questions. None were asked. 
 
 
 
 
 
 
 



 

Registered Charity Number: 1106815 Company Limited by Guarantee Number: 5137534 Registered in England & Wales 

 
3 

VOTING ON RESOLUTIONS 

 
Votes were cast on 3 ordinary and 2 special resolutions. SMA UK has 459 total eligible 
members. A total of 116 proxy votes were received, which equates to 25% of the membership. 
 
 
➢ Ordinary Resolution 1: That the minutes of the annual meeting of the 2019 general 

assembly be approved as a true record of the meeting (this requires a 50% majority of 
members voting):  

 
 
A total of 116 votes were received, 91 by post and 25 online. The breakdown was as follows: 
 

 By 
Post 

Online Total 
number 

% of votes 
received 

For 82 20 102 88 

Against 0 0 0 0 

Abstention 2 3 5 4 

Proxy 
discretion 

7 2 9 8 

Total 91 25 116 100 

 
This motion was passed with 96% of the votes in favour of approving the minutes of 
the annual meeting of the 2019 general assembly as a true record of the meeting. 

 
 
 

➢ Ordinary Resolution 2: That SMA UK’s audited Report and Financial Statements for the 
year ended 31 March 2020 be received and adopted (this requires a 50% majority of 
members voting):  

 
 
A total of 116 votes were received, 91 by post and 25 online. The breakdown was as follows: 

 

 By 
Post 

Online Total 
number 

% of votes 
received 

For 82 21 103 89 

Against 0 0 0 0 

Withheld 1 2 3 2 

Proxy 
discretion 

8 2 10 9 

Total 91 25 116 100 

 
 

This motion was passed with 98% of the votes approving that SMA UK’s audited Report 
and Financial Statements for the year ended 31 March 2020 be received and adopted 
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➢ Ordinary resolution 3: That Messrs Cooper Adams are reappointed as the Charity’s 
auditors under s.485 (2) Companies Act 2006 and would be remunerated for every year 
in which they are deemed to be reappointed under s.487 (2) Companies Act 2006 (this 
requires a 50% majority of members voting):  

 
 
A total of 116 votes were received, 91 by post and 25 online. The breakdown was as follows: 

 

 By 
Post 

Online Total 
number 

% of votes 
received 

For 82 23 105 91 

Against 0 0 0 0 

Withheld 0 0 0 0 

Proxy 
discretion 

9 2 11 9 

Total 91 25 116 100 

 
 
This motion was passed with 100% of the votes in favour of reappointing Messrs 
Cooper Adams as the Charity’s auditors under s.485 (2) Companies Act 2006 and 
remunerated for every year in which they are deemed to be reappointed under s.487 (2) 
Companies Act 2006. 

 
 
 
➢ Special Resolution 1: To consider and if thought fit, approve the deletion of existing 

Article 25 of the Articles of Association of the Charity and the substitution therefore of the 
following: “25. Number of Trustees: There should be at least 3 Trustees, and a maximum 
of 20, two of which positions should be reserved for health professionals” - (this requires 
a 75% majority of members voting): 

 
 
A total of 116 votes were received, 91 by post and 25 online. The breakdown was as follows: 

 

 By Post Online Total 
number 

% of votes 
received 

For 82 23 105 90 

Against 1 0 1 1 

Withheld 0 0 0 0 

Proxy 
discretion 

8 2 10 9 

Total 91 25 116 100 

 
This motion was passed with 99% of the votes in favour of increasing the number of 
Trustees to the Governing body of SMA UK. 
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• Special Resolution 2: To consider and if thought fit, approve the following proposal: “That 
the Charity transfer its assets, subject to the liabilities of the Charity, to a new charitable 
incorporated organisation to be known as Spinal Muscular Atrophy UK CIO, a charitable 
incorporated organisation to be formed with objects the same as or similar to the objects 
of the Charity and that the constitution of the proposed charitable incorporated 
organisation shall be in such form as the Trustees of the Charity shall determine”. (this 
requires a 75% majority of members voting): 

 
 
A total of 116 votes were received, 91 by post and 25 online. The breakdown was as follows: 

 
 

 By 
Post 

Online Total 
number 

% of votes 
received 

For 79 21 100 86 

Against 3 2 5 4 

Withheld 1 0 1 1 

Proxy 
discretion 

8 2 10 9 

Total 91 25 116 100 

 
 
This motion was passed with 95% of the votes in favour of changing the legal status 
of the charity to that of a CIO 
 
 
Trustee Change-over and appointment of the Executive Trustees 

 
 
1. Retiring Trustees: The Chairman thanked retiring Trustees for their extraordinary 

commitment to the charity: 
 

Neil Ashby, Tim Clark, Jonathan Dee, Mary Fenton, David Hopkins, Tessa Rice, Hassan 
Sobati, Kevin Talbot and Tim Woodward.  

 
The Board is very grateful to Professor Talbot for agreeing to stay with the charity in an 
advisory capacity. 

 
2. New Trustees: New Trustees were warmly welcomed: 
 

Michael Collins, Yvette Edwards, Alistair Emslie-Smith, Julian Fiorentini, Clare Gray, Srin 
Madipalli, Ben Morris and Lauren West. All had observed today’s ordinary Board meeting 
which had preceded the AGM. 

 
3. Appointment of the Executive Trustees: Mark Dearlove and Katherine Jackson were 

unanimously approved as Chairman and Treasurer respectively. 
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AOB 

 
Carol Worwood wanted to know if the charity had changed offices. Liz and Mark explained 
that though the size of the charity has not changed, this year staff have adapted to working 
from home for much of the time. The office base was therefore moved to a fully accessible, 
smaller and cheaper one nearby. The official address has not yet been changed as the lease 
is yet to be finalised.  
 
The Chairman thanked all attending for their time and although it will be another challenging 
year ahead, he is looking forward to working with everyone. 
 
 
 

END OF THE MEETING  
 
 
 


