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MINUTES OF SMA UK’S  
ANNUAL GENERAL MEETING 

8th July 2021 
Online via Zoom 

 
Present: Mark Dearlove (Chair), Katherine Jackson, Casimir Knight, Deborah Waltier, 

Alistair Emslie-Smith, Ben Morris, Lauren West, Magda Sereda, Carol Worwood, Angela 
Smith-Morgan (CEO), Liz Ryburn (Support Services Manager) & Vanessa Christie-Brown 

(Research Coordinator / Minutes). 
 

 
The Chairman, Mark Dearlove, opened the meeting and updated members on important 
topics. 
 
 
COVID-19 

 
The Chairman acknowledged that the impact of the COVID-19 pandemic on the public had 
been significant, especially so on the SMA Community. Many faced a year of shielding, stress 
and isolation. During this time SMA UK endeavoured to provide up to date support and 
information which is hoped was of some assistance. 
 
Although home visits had to be curtailed, the Outreach & Support service carried on 
throughout the year, providing individual support in the UK by phone and email to over 200 
children, young people and adults who have SMA, and their families. The website remains an 
important source of information with more than 84,000 people visiting, an increase of almost 
20% since 2019. An area dedicated to Covid-related information was added and specific 
questions from the community addressed by working closely with MDUK to channel queries 
to leading clinicians. 
 
 
Community Connections Team 

 
During the year, the Community Connections Team, led by Martyn Sibley, along with an 
enthusiastic group of young adults, was created. This team provides virtual connections, 
webinars, videos and podcasts which further enhances the rich content of information and 
advice already available on the website. 
 
 
Patient Information Forum TICK assessment  

 
SMA UK successfully passed its Patient Information Forum TICK assessment. The PIF TICK 
is the only UK quality mark for trusted health information and shows that an organisation’s 
health information has been through a professional and robust production process. Trustees 
and staff are very proud to have this quality mark. The Chairman profusely thanked the team 
who had (and continues to) worked incredibly hard to achieve and maintain this standard.  
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Zolgensma® available on the NHS 

 
It was reported that Baby Arthur became one of the first patients to be treated on the NHS 
with Zolgensma® was something for everyone to celebrate. Although there has been 
tremendous progress in drug treatments, there is still much to do, particularly on access. SMA 
UK will continue, amongst other things, to focus efforts on the campaign for access to the right 
drugs, support and care for all those affected by SMA. More on this is available in the annual 
report, including other great outcomes. 
 
 
Fundraising 

 
Fundraising is another activity that has been impacted by the pandemic. A number of events 
had had to be cancelled or postponed, which had the potential to materially impact finances.  
 
However, during the twelve months to 31st March 2021, an accelerated payment from the Big 
Lottery had been received, a number of pharmaceutical companies donated support grants, 
and the charity made careful use of the government's furlough scheme. Most importantly, SMA 
UK enjoyed tremendous support from the SMA Community, whose overwhelming generosity 
has meant that the financial position remains solid. 
 
 
Governance and management 

 
In terms of governance, the Chairman informed members that The Board had welcomed 8 
new trustees, bringing an exciting range of knowledge and experiences.  
 
The work to become a Charitable Incorporated Organisation (CIO) is well underway and in 
April of this year the application was lodged with the Charities Commission. 
 
As for the leadership of the charity, the Chairman was delighted to introduce SMA UK’s new 
CEO, Angela Smith-Morgan, who started in April.  
 
Finally, Mark took the opportunity to thank a few individuals: 
 

• All retiring trustees and especially his predecessor, Hugo van Vredenburch. His 
contribution to the charity has been immense. His thought leadership, wisdom, energy, 
and above all, his enthusiasm will be sorely missed. Mark also recognised his 
extraordinary contribution to the charity’s fundraising efforts, which included his 
willingness to get on a bike! 

 

• Trustees for their engagement and commitment. A lot has been achieved this year, but 
as ever, there is still much more to do.  

 

• SMA UK’s extraordinary team, many of whom have worked all hours of the day to keep 
services going during this very difficult period. In particular, a heartfelt thank you was 
said to Liz Ryburn, Support Team Manager, as well as Caroline Dolan, Fundraising 
Manager for their incredible leadership and unfailing dedication. 
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FINANCIAL REVIEW 

 
Katharine Jackson, Treasurer, informed members that year-ending 2021 had been very 
difficult because of the pandemic. 
 

Income: a total of £772k was received, a decrease of 22% when compared to last year. This 

was due to reduction in funds from trustee and community fundraising events which have not 

been possible due to Covid restrictions. However, a number of virtual events had taken place, 

which had mitigated this drop. The charity has also benefited from continued lottery funding 

as well as pharmaceutical and trust support.    
 

Expenditure: This has been well controlled with changes made resulting in a reduction in 
expenses for the year of £272k or 32%. Fundraising expenditure was reduced as it had not 
been possible to run events. The charity benefitted from the government furlough scheme and 
moved to cheaper offices. In addition, various contracts had been reviewed, providing further 
reductions. 
 
The value in the pound increased from 56p to 63p, as a result of these savings.   
 
Surplus: SMA UK ended the year with a surplus of £149k and a cash position of £469k, well 
within the reserves policy. 

 
Budget 21-22: Normal levels of expenditure will return but as revenue will remain 
unpredictable due to the pandemic, it is likely that the charity will draw on its surplus in the 
coming year whilst ensuring that it remains within the reserves policy.  The charity envisages 
withstanding a deficit this year, so as to continue to support the community.  
 
The chairman opened the session to members for questions. None were asked. 
 
 
VOTING ON RESOLUTIONS 

 
Votes were cast on 3 ordinary resolutions.  
 

• Ordinary Resolution 1: That the minutes of the annual meeting of the 2020 general 
assembly be approved as a true record of the meeting  

 

This motion is passed unanimously so that the minutes of the annual meeting of the 
2020 general assembly are approved 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 2022 be received and adopted 
 

This motion is passed unanimously so 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 motion is 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. 

 
 
 
Trustee re-appointments 

 
 
Mark Dearlove and Katharine Jackson were unanimously re-appointed as Chairman and 
Treasurer respectively. This was proposed by Alistair Emslie-Smith and seconded by Deborah 
Waltier. 
 
 

END OF THE MEETING OF THE GENERAL ASSEMBLY 
 
 
 


