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 3 

Letter from the Chair 

 

 

 

This is now my fourth year as Chair of SMA 
Support UK, and the annual report 
provides both me and the Board with a real 
opportunity to reflect how much has been 
achieved over the past year in supporting 
the SMA community. 

When I last wrote, through the team’s 
careful stewardship we were able to roll-
out a number of new initiatives including 
equipment grants, scholarship fund, to 
name but a few. Taking these initiatives, 
together with our core business; outreach, 
support service activities and the various 
social events etc., the repeated feedback 
on these services has been extremely 
positive. 

Despite all that has been achieved, we, 
along with most of the charity sector, 
continue to see an increasingly financially 
constrained environment. This has meant 
we have had to look very hard at both our 
income stream and our outgoings to make 
sure that every penny is directed at 
supporting the SMA condition. Therefore 

we have continued to make sure that we 
remain innovative and fresh when 
marketing ourselves and making sure we 
utilise every opportunity to make the SMA 
Support UK name known. In addition we 
have continued to bear down on our costs, 
meaning that the ratio of money spent on 
providing our services to the frontline is 
now amongst the best across the UK 
charity sector. 

When I took up the role as Chair, I saw, and 
still see, a partnership working as an 
essential obligation of the charity, as it 
provides a real opportunity to create a 
more joined up and stronger voice for the 
SMA community and raising our profile. 
This we continue to do, and we continue to 
work alongside SMA Trust, MD UK, SMA 
Europe and Muscle Dreams, and we have 
sought to consolidate these relationships 
over the past year with the SMA 
Awareness Events, joint publications and 
cross referencing back to SMA Support UK 
as the place to go for advice and support 
on the SMA condition.  

As ever the Board is there to provide 
strategic guidance to the charity, but really 
it is only our staff, researchers and our 
fundraisers who make it happen. And 
therefore I would like to express my 
sincerest thanks, on behalf of the Board, to 
everyone who continues to make SMA 
Support UK an essential and invaluable 
part of making a positive difference to the 
lives of the SMA community.    

Jonathon Griffith 
Chairman 

 

 

September 2016 
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Letter from the Chair 

 

 

 

This is now my fourth year as Chair of SMA Support UK, and the annual report provides both 
me and the Board with a real opportunity to reflect how much has been achieved over the 
past year in supporting the SMA community. 

When I last wrote, through the team’s careful stewardship we were able to roll-out a number 
of new initiatives including equipment grants, scholarship fund, to name but a few. Taking 
these initiatives, together with our core business; outreach, support service activities and the 
various social events etc., the repeated feedback on these services has been extremely 
positive. 

Despite all that has been achieved, we, along with most of the charity sector, continue to see 
an increasingly financially constrained environment. This has meant we have had to look very 
hard at both our income stream and our outgoings to make sure that every penny is directed 
at supporting the SMA condition. Therefore we have continued to make sure that we remain 
innovative and fresh when marketing ourselves and making sure we utilise every opportunity 
to make the SMA Support UK name known. In addition, whilst we continue to deliver our 
research and support activities, we have continued to bear down on our costs, meaning that 
the ratio of money spent on providing our services to the frontline is now amongst the best 
across the UK charity sector. 

When I took up the role as Chair, I saw, and still see, partnership working as an essential 
obligation of the charity, as it provides a real opportunity to create a more joined up and 
stronger voice for the SMA community and raising our profile. This we continue to do, and we 
continue to work alongside SMA Trust, MD UK, SMA Europe and Muscle Dreams, and we have 
sought to consolidate these relationships over the past year with the SMA Awareness Events, 

This is now my fourth year as Chair of 
SMA Support UK, and the annual report 
provides both me and the Board with a real 
opportunity to reflect how much has been 
achieved over the past year in supporting 
the SMA community.

When I last wrote, through the team’s 
careful stewardship we were able to roll-
out a number of new initiatives including 
equipment grants, scholarship fund, to 
name but a few. Taking these initiatives, 
together with our core business; outreach, 
support service activities and the various 
social events etc., the repeated feedback 
on these services has been extremely 
positive.

Despite all that has been achieved, we, 
along with most of the charity sector, 
continue to see an increasingly financially 
constrained environment. This has meant 
we have had to look very hard at both 
our income stream and our outgoings to 
make sure that every penny is directed at 
supporting the SMA condition.

Despite all that has been achieved, we, 
along with most of the charity sector, 
continue to see an increasingly financially 
constrained environment. This has meant 
we have had to look very hard at both 
our income stream and our outgoings to

make sure that every penny is directed at 
supporting the SMA condition. Therefore 
we have continued to make sure that 
we remain innovative and fresh when 
marketing ourselves and making sure we 
utilise every opportunity to make the SMA 
Support UK name known. In addition, 
whilst we continue to deliver our research 
and support activities, we have continued 
to bear down on our costs, meaning that 
the ratio of money spent on providing our 
services to the frontline is now amongst 
the best across the UK charity sector.

When I took up the role as Chair, I saw, 
and still see, partnership working as an 
essential obligation of the charity, as it 
provides a real opportunity to create a more 
joined up and stronger voice for the SMA 
community and raising our profile. This we 
continue to do, and we continue to work 
alongside SMA Trust, MD UK, SMA Europe 
and Muscle Dreams, and we have sought 
to consolidate these relationships over the 
past year with the SMA Awareness Events, 
joint publications and cross referencing 
back to SMA Support UK as the place to 
go for advice and support on the SMA 
condition. 

As ever the Board is there to provide 
strategic guidance to the charity, but 
really it is only our staff, researchers and 
our fundraisers who make it happen. 
And therefore I would like to express my 
sincerest thanks, on behalf of the Board, 
to everyone who continues to make SMA 
Support UK an essential and invaluable 
part of making a positive difference to the 
lives of the SMA community. 

Jonathon Griffith

Chairman

September 2016
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Trustees’ Report (Incorporating 
Strategic Report) 
Spinal Muscular Atrophy Support UK was 
established in 1985 with an office base in 
Warwickshire. In 2015/16 we reviewed our 
role in the SMA community and revised our 
mission and strategy accordingly. The 
essence remained the same as it had been 
but it was re-worded to better express our 
focus and direction. This report uses this 
new wording rather than repeat old 
wording and potentially create confusion.
  

Our Vision 
A world where Spinal Muscular Atrophy is 
treatable and where everyone receives the 
support they need. 
 
Our Mission  
We are an established charity that 
supports and empowers anyone affected 
by Spinal Muscular Atrophy. We are 
advocates for better services, raise public 
awareness and fund research related 
initiatives.  
 
Our guiding principles  
 
Spinal Muscular Atrophy (SMA) is a 
complex and rare neuromuscular condition 
which affects each individual and family 
differently. Some face the distress of early 
bereavement; others face the challenge of 
disability and obtaining the right support, 
care and opportunities to enable them to 
live long and fulfilling lives.  
 
At SMA Support UK we will ensure, both 
within and outside our SMA community, 
that we are sensitive to these different 
experiences.  
 
 

Our Strategy. April 2016 – March 2018  
 
We will:  
 
 listen to, support and empower 

families and individuals affected by 
SMA by providing personalised 
support, information and other 
services  

 
 support health, education and social 

care professionals providing front line 
services to the SMA community  

 
 offer individuals and families affected 

by SMA opportunities to connect with 
others at information, support and 
social events  

 
 inform the SMA community of SMA 

and disability related consultations, 
surveys and campaigns  

 
 raise awareness of SMA and the need 

for better services, funding and further 
research  

 
 support initiatives that:  

 strengthen the connections 
between families, researchers and 
medical practitioners;  

 improve the management and 
treatment of the condition;  

 advance progress towards and 
access to major clinical drug trials  
 

 grow support for and action with the 
SMA community:  
 through partnerships and alliances 

with other national charities and 
international groups;  

 by working with the UK health, 
education, social care and research 
communities  
 

 offer individuals, families, trusts and 
businesses, opportunities and 
innovative ways to support and fund 
the charity’s work. 
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Achievements and Performance  

At any one time it is thought that there are 
between 2,000 – 2,500 children, young 
people and adults with SMA living in the 
UK.   

 

Information  

This year we worked hard to make our 
website even more accessible. In 2015, the 
website as a whole had 40,885 visitors. Of 
these 9,340 were looking for information 
and support and 3,474 were interested in 
research. 

We remained 
accredited to The 

Information 
Standard - the NHS 

England scheme that confirms our rigorous 
publication process results in clear, 
accurate, balanced, evidence - based, up - 
to - date information. All our information 
sheets can be accessed at: 
http://smasupportuk.org.uk/about-sma 

 

In September 
and October, 

we added Route Maps for SMA Type 2 and 
for SMA Type 3 to our publications.  

Our Route Maps http://www.routemap 
forsma.org.uk/ bring together a whole host 
of information and provide a summary of 
support services and resources available in 
the UK to families and individuals. They are 
based on the issues, concerns and personal 
experiences of parents and individuals 
with SMA, and the contributions of 
healthcare professionals with experience 
and expertise of the condition. By the end 
of the calendar year 1,637 people had used 
them. 

“I thought I knew a lot but even I learnt a 
few things.” (Adult with SMA Type 2) 

“I think it’s great. I like how easy it is to use 
and how everything is spelt out step by 
step. Good job.” (Parent) 

“I am amazed at the information you have 
compiled. This is so useful and I can see me 
using it frequently.” (Medical professional) 

We also did our best to keep the SMA 
community up-to-date with campaigns and 
consultations that may be of interest. 
These were posted on our website and in 
our regular e-news and on social media. 

 

Outreach and Peer Support 

Our Support Services are delivered by a 
small team of experienced staff and a 
network of 26 carefully selected and 
trained peer support volunteers who have 
or are personally affected by SMA. 

 

In 2015, the team provided information 
and support to 256 children, young people 
and adults with SMA and their families. 
This might have been a home visit and 
ongoing contact with the parents with a 
baby newly diagnosed with SMA Type 1 - 
helping them to work their way through 
the overwhelmingly distressing 
information they have received and giving 
them and their extended family emotional 
support. Or it might have been supporting 
a family with a child with SMA Type 2 to 
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apply to and gain a place at the local 
primary school of their choice. Or perhaps 
assisting an adult to access the health and 
social care services they need – 
equipment, housing adaptations and day 
to day support from a Personal Assistant. 

We sent surveys out to individuals and 
families who had accessed the service, 48 
were returned. These respondents told us 
that: 

The support you gave 
helped me / us to: 

Nos. % 

Be better able to 
manage the condition 

34 71 

Feel less isolated 
 

40 83 

Be better able to 
advocate for their 
needs 

35 73 

 

“I look forward to talking, you have been 
such a calm, positive, supportive and warm 
presence since you appeared in our lives.” 
(Parents bereaved by SMA Type 1) 

“You really are amazing and a great source 
of support and sanity. Thank you for all that 
you have done for us.”  (Mother of young 
boy with SMA Type 2) 

“Thanks for listening to all my moans and 
groans!! I feel so much better today.” 
(Mother of an Adult with SMA Type 2)   

Another important part of our work is the 
information and support we give to health, 
education and social care professionals – 
of which there were 158 this year. 

We also had some 40 enquires from 
overseas. We always try to give as much 
information as we can and help people find 
whatever local support is possible. 

 

 

 

Toy Packs, Equipment Fund and Access 
Scholarships 

In 2015, the team sent out 28 multi-
sensory toy packs for babies with SMA 
Type 1 or SMARD. 
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 7 

 “Our daughter only had access to the Toy 
Box for a very short period before passing 
away, however, they really were a touching 
inspiration for that short time …We 
thought it was a beautiful variety.” 

This year we were also able to complete 
the distribution of our Equipment Fund 
that was set up in July 2014 to assist where 
statutory funding was not available. Grants 
enabled 34 people to purchase equipment 
that supported their physical and 
psychological well-being and social 
inclusion.  

“Thank you so much to you all again for 
agreeing to the grant, it is very much 
appreciated and will help so much”. (A 
portable hoist for a boy with SMA Type 2) 
 

 
 
Another new ‘one off’ initiative was our 
Access Scholarship Awards Scheme. One 
year grants went to 9 young people who 
have SMA and are in Further or Higher 
Education. Their planned studies covered 
an amazing range of topics from 
Theoretical Physics to Mental Health, 
Theology and Web Design.  
 

 
 
Support and Social Events 
 
We again offered summer and winter 
opportunities for people to meet up 
socially – so important for people affected 

by what is a rare condition. 139 people met 
up over the summer and our winter parties 
hit record levels and were attended by 140 
children and 232 parents and grandparents 
and adults with SMA. 
 

 
 “We are very thankful for everything you 
do and the activities and parties you 
organise for families like us and others. It 
gives us the opportunity to meet new 
people and also helps our son meet other 
children affected with SMA and helps him 
to realise that his condition is not doom 
and gloom and that other families rise 
above the struggles to give their children 
everything that able bodied children have.” 
(Dad of a 4-year-old with SMA Type 2) 
 

Thank You  

To our supporters, volunteers and 
fundraisers. 

Once again throughout the year you have 
all stepped up to the plate for us and we 
thank you. Whether it’s a holding a coffee 
and cake morning, buying a pack of 
Christmas cards, or running a Triathlon, 
each individual act of fundraising makes 
sure we can go on supporting others with 
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this complex and challenging condition. 
Part of the ongoing work is to keep the 
wider public aware of Spinal Muscular 
Atrophy and our thanks extends to all our 
online and offline supporters for helping us 
promote information around the 
condition. Finally to our volunteers, 
whether you work to support others as a 
Peer Support Volunteer or whether you 
help the office team stuff envelopes to mail 
out Inspirations, your assistance is 
invaluable to our operation. 

To all of you, thank you, and we look 
forward to your continued involvement in 
the coming years. 

 

 

 

 

 

 

 

Research Updates 

In September 2015 our Scientific Research 
Correspondent Dr James Sleigh was joined 
by Dr Alex Murphy our Clinical Care 
Research Correspondent. Together, via our 
website, they kept people in the SMA 
community up-to-date with the latest 
research.  
   
 
 
 
 
 
 
 

The UK SMA Patient Registry 

Our efforts to help 
advance progress 
towards and 
access to major 
clinical drug trials 
include our 

continued funding of the Patient Registry 
Curator position. The Patient Registry is for 
any adults and children with SMA who 
have a confirmed mutation in the SMN1 
gene, live in the UK or Ireland and are 
interested in being considered for clinical 
trials or being involved in other research.  

The International Standards of Care for 
SMA 

We helped to fund the 
European Neuro Muscular 
Conference (ENMC) in 
February 2016 that 
brought together clinical 
researchers and patient 
representatives from 

Europe and the US to work on the major 
review of the International Standards of 
Care for SMA. Dr Alex Murphy, our Clinical 
Care Research Correspondent attended on 
our behalf. We also worked with the 
Patient Registry to produce a survey asking 
people about their experiences of care so 
that these findings could help to inform 
what will be in the new standards for 
professionals and families. We will 
continue to support and take part in this 
review. 

Research Input 

This year the Support Services Team was 
also often asked to help market research 
companies working with pharmaceutical 
companies involved in drug development 
and clinical trials to increase their 
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understanding of the impact of SMA on 
people’s daily lives.  

International Connections 

Our international connections remained 
important. We were actively involved with 
SMA Europe, an umbrella organisation of 
patient and research groups. Our Scientific 
Research Correspondent attended the 
annual Cure SMA conference in America.  

Thank You 

To our major donors, trusts, foundation 
and corporate partners. We would like to 
thank all the charitable trusts and 
foundations including: the Big Lottery; 
Children in Need; Henry Smith Charity; 
Barbara Ward Children’s Foundation; 
James Tudor Foundation and many, many 
more that continue to support us each year 
with both our core work and projects. 

We would also like to thank the small 
number of companies that support us 
through thick and thin.  
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Structure, Governance & 
Management 
 
The Trustees, who are also directors of the 
Charity for the purposes of the Companies 
Act 2006, present their report with the 
Financial Statements of the Charity for the 
year ended 31 March 2016. The Trustees 
have adopted the provisions of the 
Statement of Recommended Practice 
(SORP) 'Accounting and Reporting by 
Charities' issued in March 2005.  
 
Governing Document 
The Charity is governed by its 
Memorandum and Articles of Association 
and constitutes a limited company limited 
by guarantee.  
 
Appointment of Trustees 
Trustees are recruited as required to fill 
specific gaps and to complement the 
management experience of the Board of 
Trustees. Appointments are made in 
accordance with the Articles of 
Association, after the appointment has 
been approved by the resolution of 
Trustees.  
 
Organisational Structure 
All policy, strategy and financial decisions 
relating to the Charity have to be formally 
approved by the Board of Directors. The 
Board meets six times a year on a bi-
monthly basis. Three of these meetings are 
held at the charity's offices in Stratford-
upon-Avon, alternating with meetings held 
by telephone conferencing.  
 
Risk Management 
The Trustees have a duty to identify and 
review the risks to which the Charity is 
exposed and to ensure appropriate 

controls are in place to provide reasonable 
assurance against fraud and error. 
 
The Trustees carried out regular reviews of 
the risks affecting the Charity in the course 
of the year and took appropriate action. 
 
Objectives and Activities 
    Objectives and Aims 
As stated in its Memorandum and Articles 
of Association, Spinal Muscular Atrophy 
Support UK is established for: 

 the relief of people living with Spinal 
Muscular Atrophy and related medical 
conditions; 

 the relief of persons who are in need after 
experiencing a bereavement or loss due to 
Spinal Muscular Atrophy; and 

 the promotion of research into the causes 
and treatment of Spinal Muscular Atrophy.  
 
    Objectives and Aims for the Public  
    Benefit 
The Trustees confirm that they have 
referred to the guidance contained in the 
Charity Commission's General Guidance on 
Public Benefit when reviewing the 
Charity's aims and objectives and in 
planning future activities.  

Trustees’ Responsibilities 
The Trustees, who are also the directors of 
Spinal Muscular Atrophy Support UK for 
the purposes of Company Law, are 
responsible for preparing the Report of the 
Trustees and the Financial Statements in 
accordance with applicable law and United 
Kingdom Accounting Standards (United 
Kingdom Generally Accepted Accounting 
Practice). 
 
Company law requires the Trustees to 
prepare financial statements for each 
financial year which give a true and fair 
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view of the state of affairs of the Charitable 
Company and of the incoming resources 
and application of resources, including the 
income and expenditure of the Charitable 
Company for that period.  In preparing 
those financial statements, the Trustees 
are required to: 
 

 select suitable accounting policies and 
then apply them consistently; 

 observe the methods and principles in the 
Charity SORP; 

 make judgements and estimates that are 
reasonable and prudent; 

 prepare the financial statements on the 
going concern basis unless it is 

inappropriate to presume that the 
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Reference and Administrative Details 
Registered Company number 
 
5137534 (England and Wales) 
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1106815 
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H Rattue, D Mateer, J Griffith, N Ashby, R Waltier, M Fenton, Dr H Sobati 
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D J Henderson 
 
Auditors 
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Patrons 
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Financial Overview

A key measure of success for us as a charity is the amount of income spent on service 
provision for people with SMA. This is often expressed as a value in the pound figure which 
shows funders how much of each pound earned for the charity is spent on direct services. We 
have two lines of expenditure that make up our direct services, these are our Provision of 
Support and Research.

As you can see from the table above in the last three years we have increased our expenditure 
on direct support and research in each year.

2013/14 64p 2014/15 66p 2015/16 67p
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2013/14 2014/15 2015/16

Expenditure fiscal year comparison

Provision of Support Research Fundraising

Rebranding Management/Overheads

2013/14 2014/15 2015/16
Expenditure £ Value in the £ £ Value in the 

£
£ Value in the 

£
Provision of Support 338,261 60p 421,755 59p 431,750 61p
Research 25,131 4p 48,044 7p 41,718 6p
Fundraising 147,068 26p 163,003 23p 162,837 23p
Rebranding 0 0p 16,139 2p 0 0p
Management/Overhea
ds

53,059 10p 65,984 9p 68,483 10p

Totals 563,519 £1 714,925 £1 704,788 £1
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Financial Review 
Reserves Policy 
 
The Trustees have established a policy 
where the unrestricted funds held by the 
Charity should be between three and six 
months of the unrestricted expenditure.  
At this level, the Trustees feel that they 
would be able to continue the current 
activities of the charity in the event of a 
significant drop in funding. 
 
Unrestricted expenditure for the last three 
months of the financial year was £84,000.  
For the last six months of the year 
unrestricted expenditure was £150,000.  
Unrestricted funds at the balance sheet 
date were within targeted levels at 
£102,641.  
 

Investment Policy 
 
No investments are currently held by the 
Charity. The investment policy is reviewed 
annually.  
 
In so far as the Trustees are aware: 
 

 there is no relevant audit information of 
which the Charitable Company's auditors 
are unaware; and 

 the Trustees have taken all steps that they 
ought to have taken to make themselves 
aware of any relevant audit information 
and to establish that the auditors are 
aware of that information.  
 
 

 
Approved by order of the Board of Trustees on ............................................. and 
signed on its behalf by: 

 

 

 

............................................. 

J Griffith - Trustee 
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Auditor’s Report 
Independent Auditor’s Report to the 
Members and Trustees of SMA Support 
UK 

We have audited the financial statements 
of Spinal Muscular Atrophy Support UK for 
the year ended 31 March 2016 on pages 17 
to 29. The financial reporting framework 
that has been applied in their preparation 
is applicable law and United Kingdom 
Accounting Standards (United Kingdom 
Generally Accepted Accounting Practice).  

This report is made solely to the charitable 
company's members, as a body, in 
accordance with Chapter 3 of Part 16 of the 
Companies Act 2006. Our audit work has 
been undertaken so that we might state to 
the charitable company's members those 
matters we are required to state to them 
in an auditors' report and for no other 
purpose. To the fullest extent permitted by 
law, we do not accept or assume 
responsibility to anyone other than the 
charitable company and the charitable 
company's members as a body, for our 
audit work, for this report, or for the 
opinions we have formed.  

Respective Responsibilities of Trustees 
and Auditors 

As explained more fully in the Statement of 
Trustees Responsibilities set out on pages 
10 to 11, the trustees (who are also the 
directors of the charitable company for the 
purposes of company law) are responsible 
for the preparation of the financial 
statements and for being satisfied that 
they give a true and fair view. 

Our responsibility is to audit and express 
an opinion on the financial statements in 
accordance with applicable law and 

International Standards on Auditing (UK 
and Ireland). Those standards require us to 
comply with the Auditing Practices Board's 
Ethical Standards for Auditors.  

Scope of the Audit of the Financial 
Statements 

An audit involves obtaining evidence about 
the amounts and disclosures in the 
financial statements sufficient to give 
reasonable assurance that the financial 
statements are free from material 
misstatement, whether caused by fraud or 
error. This includes an assessment of: 
whether the accounting policies are 
appropriate to the charitable company's 
circumstances and have been consistently 
applied and adequately disclosed; the 
reasonableness of significant accounting 
estimates made by the trustees; and the 
overall presentation of the financial 
statements. In addition, we read all the 
financial and non-financial information in 
the Report of the Trustees to identify 
material inconsistencies with the audited 
financial statements and to identify any 
information that is apparently materially 
incorrect based on, or materially 
inconsistent with, the knowledge acquired 
by us in the course of performing the audit. 
If we become aware of any apparent 
material misstatements or inconsistencies, 
we consider the implications for our 
report. 

Opinion on Financial Statements 

In our opinion the financial statements: 

 give a true and fair view of the state of 
the charitable company's affairs as at 
31 March 2016 and of its incoming 
resources and application of resources, 
including its income and expenditure, 
for the year then ended; 
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 have been properly prepared in 
accordance with United Kingdom 
Generally Accepted Accounting 
Practice; and 

 have been prepared in accordance with 
the requirements of the Companies Act 
2006. 

Opinion on Other Matter Prescribed by 
the Companies Act 2006 

In our opinion the information given in the 
Report of the Trustees for the financial 
year for which the financial statements are 
prepared is consistent with the financial 
statements. 

Matters on which we are required to 
Report by Exception 

We have nothing to report in respect of the 
following matters where the Companies 
Act 2006 requires us to report to you if, in 
our opinion: 

 adequate accounting records have not 
been kept or returns adequate for our 
audit have not been received from 
branches not visited by us; or  

 the financial statements are not in 
agreement with the accounting records 
and returns; or  

 certain disclosures of trustees' 
remuneration specified by law are not 
made; or  

 we have not received all the 
information and explanations we 
require for our audit; or 

 the trustees were not entitled to 
prepare the financial statements in 
accordance with the small companies’ 
regime and take advantage of the small 
companies’ exemption from the 
requirement to prepare a Strategic 
Report or in preparing the Report of 
the Trustees 

 

 

David Cooper FCA (Senior Statutory Auditor) for and on behalf of Cooper Adams Ltd, 
Chartered Accountants and Statutory Auditors 

12 Payton Street 
Stratford upon Avon 
Warwickshire 
CV37 6UA 

 

 

……………………………………………………………………. 

Date  
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Treasurer’s Report  

After record income in 2014/15, this year 
our income was the lowest it has been for 
some time. Income for the year was 
£596,485 compared to £690,572 in the 
prior year, a decrease of £94,087. This 
demonstrates the potential for peaks and 
troughs in charity income, and how hard-
won every penny of our income is. The 
decrease occurred against every category 
of income, except for the grant we receive 
from the National Lottery. The large falls 
were in community, trusts and events 
income; funds raised by the efforts of 
those affected by SMA through a huge 
variety of charitable activities. It also 
includes grants from other charitable 
trusts. Our level of engagement with the 
SMA community and the demand for our 
services is higher than ever, but this has 
not translated into fundraising in this year.  
Though the reasons are unclear, we 
believe that government austerity 
measures and changes to public sector 
services continue to impact our 
community. Another potential contributor 
is the bad press coverage that some 
charities have received this year, unfairly 
tarnishing the whole sector.  

Whatever the causes, the fall in income has 
caused challenges and inevitably we have 
had to cut costs. We take any decision to 
cut costs extremely seriously as it has the 
potential to mean cutting our vital services. 
We looked first at administration and 
fundraising costs. In total, our costs fell by 
around 1% to £704,788 with decreases in 
fundraising and administration costs of 
£13,806 offsetting an increase in the 
provision of services. We worked hard to 
cut costs despite starting from an already 
lean cost base. The impact of much of our 
cost cutting will be seen in the New Year. 

Expenditure on the provision of support 
services increased by 2.3% to £431,750. 
When added to the increase last year, we 
spent nearly £100k (30%) more on the 
provision of services than we did two years 
ago. The percentage of our total costs 
spent on information and support services, 
and research increased to 67% from 66% in 
the prior year. Further, this year for every 
£1 we received, we spent 67p on 
supporting families affected by SMA or 
research. This increased from 66p in 2015 
largely because we initially maintained our 
spending despite lower income. 

Our result for the year was a loss of 
£108,303. We began the year with an 
intention to spend some of our retained 
reserves that had increased over recent 
years – our intention is always to spend 
every penny we receive over the medium 
term. However, lower than expected 
income meant that this loss was greater 
than budgeted.  

For the New Year, as described above, a 
great deal of effort has been put into 
careful budgeting to put us in a position to 
deliver a result closer to break-even in 
2016/17. 

I would like to register my thanks once 
again to everyone who raised funds for 
SMA Support UK this year. The level of 
engagement and need for our information 
and support has never been greater, as 
demonstrated at our recent Information 
and Support Day, but we cannot continue 
without the vital donations that we receive 
every year.  

Neil Ashby 
Treasurer 
 
 
September 2016
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After record income in 2014/15, this year 
our income was the lowest it has been for 
some time. Income for the year was 
£596,485 compared to £690,572 in the 
prior year, a decrease of £94,087. This 
demonstrates the potential for peaks and 
troughs in charity income, and how hard-
won every penny of our income is. The 
decrease occurred against every category 
of income, except for the grant we receive 
from the National Lottery. The large falls 
were in community, trusts and events 
income; funds raised by the efforts of 
those affected by SMA through a huge 
variety of charitable activities. It also 
includes grants from other charitable 
trusts. Our level of engagement with the 
SMA community and the demand for our 
services is higher than ever, but this has 
not translated into fundraising in this year.  
Though the reasons are unclear, we 
believe that government austerity 
measures and changes to public sector 
services continue to impact our 
community. Another potential contributor 
is the bad press coverage that some 
charities have received this year, unfairly 
tarnishing the whole sector.  

Whatever the causes, the fall in income has 
caused challenges and inevitably we have 
had to cut costs. We take any decision to 
cut costs extremely seriously as it has the 
potential to mean cutting our vital services. 
We looked first at administration and 
fundraising costs. In total, our costs fell by 
around 1% to £704,788 with decreases in 
fundraising and administration costs of 
£13,806 offsetting an increase in the 
provision of services. We worked hard to 
cut costs despite starting from an already 
lean cost base. The impact of much of our 
cost cutting will be seen in the New Year. 

Expenditure on the provision of support 
services increased by 2.3% to £431,750. 
When added to the increase last year, we 
spent nearly £100k (30%) more on the 
provision of services than we did two years 
ago. The percentage of our total costs 
spent on information and support services, 
and research increased to 67% from 66% in 
the prior year. Further, this year for every 
£1 we received, we spent 67p on 
supporting families affected by SMA or 
research. This increased from 66p in 2015 
largely because we initially maintained our 
spending despite lower income. 

Our result for the year was a loss of 
£108,303. We began the year with an 
intention to spend some of our retained 
reserves that had increased over recent 
years – our intention is always to spend 
every penny we receive over the medium 
term. However, lower than expected 
income meant that this loss was greater 
than budgeted.  

For the New Year, as described above, a 
great deal of effort has been put into 
careful budgeting to put us in a position to 
deliver a result closer to break-even in 
2016/17. 

I would like to register my thanks once 
again to everyone who raised funds for 
SMA Support UK this year. The level of 
engagement and need for our information 
and support has never been greater, as 
demonstrated at our recent Information 
and Support Day, but we cannot continue 
without the vital donations that we receive 
every year.  

Neil Ashby 
Treasurer 
 
 
September 2016
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Financial Statements 
Spinal Muscular Atrophy Support UK 
Statement of Financial Activities for the Year Ended 31 March 2016 
 

 Notes Unrestricted 
Funds 
£ 

Restricted 
Fund 
£ 

2016 Total 
Funds 
£ 

2015 Total 
Funds 
£ 

INCOME & ENDOWMENTS 
FROM 

    

Donations & Legacies 2 308,184 208,672 516,856 645,776 
Other trading activities 3 78,067 - 78,067 43,027 
Investment income 4 1,562 - 1,562 1,769 
Total  387,813 

 
208,672 596,485 690,572 

      
EXPENDITURE ON     
Raising funds 5 162,837 - 162,837 179,142 
Charitable activities      
Provision of support 6 207,591 224,159 431,750 421,775 
Governance costs 7 68,483  68,483 65,984 
Pursuit of knowledge 6 39,904 1,814 41,718 48,044 
Total  478,815 

 
225,973 704,788 714,945 

NET INCOME/(EXPENDITURE) (91,002) (17,301) (108,303) (24,373) 
RECONCILIATION OF FUNDS     
Total funds brought 
forward 

 193,643 90,365 284,008 308,381 

TOTAL FUNDS CARRIED 
FORWARD 

102,641 73,064 175,705 284,008 

CONTINUING OPERATIONS 
All income and expenditure has arisen from continuing activities 
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Spinal Muscular Atrophy Support UK 
Balance Sheet at 31 March 2016 
 

 Notes Unrestricted 
Funds 
£ 

Restricted 
Fund 
£ 

2016 Total 
Funds 
£ 

2015 Total 
Funds 
£ 

FIXED ASSETS     
Tangible assets 11 28,178 - 28,178 36,039 
CURRENT ASSETS      
Stocks  11,127 5,306 16,433 8,044 
Debtors 12 22,659 3,391 26,050 11,863 
Cash at bank and in 
hand 

 61,726 65,383 127,109 245,648 

  95,512 
 

74,080 169,592 265,555 

CREDITORS      
Amount falling due 
within one year 

13 (21,049) (1,016) (22,065) (17,586) 

NET CURRENT ASSETS  74,463 
 

73,064 147,527 247,969 

TOTAL ASSETS LESS CURRENT 
LIABILITIES 

102,641 73,064 175,705 284,008 

NET ASSETS 102,641 73,064 175,705 284,008 
 

FUNDS     
Unrestricted funds: 
General fund 

15   102,641 193,643 

Restricted funds: 
Various – see note 19 

   73,064 90,365 

TOTAL FUNDS    175,705 284,008 
 

 
These financial statements have been prepared in accordance with the special provisions of 
Part 15 of the Companies Act 2006 relating to small charitable companies. 
 
The financial statements were approved by the Board of Trustees 
on…………………………………………. and were signed on its behalf by 
 
 
 
 
………………………………………………………… ……………………………………………………………….. 
N Ashby – Treasurer    J Griffith – Trustee 
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Notes to the Financial Statements for the Year Ended 31 March 2016 
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1. ACCOUNTING POLICIES 
 
Basis of preparing the financial 
statements 
The financial statements of the charitable 
company, which is a public benefit entity 
under FRS 102, have been prepared in 
accordance with the Charities SORP (FRS 
102) 'Accounting and Reporting by 
Charities: Statement of Recommended 
Practice applicable to charities preparing 
their accounts in accordance with the 
Financial Reporting Standard applicable in 
the UK and Republic of Ireland (FRS 102) 
(effective 1 January 2015)', Financial 
Reporting Standard 102 'The Financial 
Reporting Standard applicable in the UK 
and Republic of Ireland' and the 
Companies Act 2006. The financial 
statements have been prepared under the 
historical cost convention. 
 
Financial Reporting Standard 102 - 
reduced disclosure exemptions 
The charity has taken advantage of the 
following disclosure exemption in 
preparing these financial statements, as 
permitted by FRS 102 'The Financial 
Reporting Standard applicable in the UK 
and Republic of Ireland': 
 The requirements of Section 7 

Statement of Cash Flows. 
 
Income 
All income is recognised in the Statement 
of Financial Activities once the charity has 
entitlement to the funds, it is probable that 
the income will be received and the 
amount can be measured reliably.  
 
 
 
 

Expenditure 
Liabilities are recognised as expenditure as 
soon as there is a legal or constructive 
obligation committing the charity to that 
expenditure, it is probable that a transfer 
of economic benefits will be required in 
settlement and the amount of the 
obligation can be measured reliably. 
Expenditure is accounted for on an 
accruals basis and has been classified 
under headings that aggregate all cost 
related to the category. Where costs 
cannot be directly attributed to particular 
headings they have been allocated to 
activities on a basis consistent with the use 
of resources.  
 
Tangible fixed assets 
Depreciation is provided at the following 
annual rates in order to write off each asset 
over its estimated useful life or, if held 
under a finance lease, over the lease term, 
whichever is the shorter. 
 
 Property improvements - 20% on cost 
 Office equipment    - 10 – 20% on cost 
 Database          - 14.3 % on cost 
 Computer equipment      - 25% on cost 
 
Taxation 
The charity is exempt from corporation tax 
on its charitable activities.  
 
Fund accounting 
Unrestricted funds can be used in 
accordance with the charitable objectives 
at the discretion of the trustees. 
Restricted funds can only be used for 
particular purposes within the objects of 
the Charity.  Restrictions arise when 
specified by the donor or when funds are 
raised for particular purposes.  
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2. DONATIONS AND LEGACIES  
 

 2016 
£ 

2015 
£ 

Donations and gifts 315,298 496,494 
Legacies 81,375 97,511 
Community Fund (BLF) 120,183 51,771 
 516,856 

 
645,776 

 
3. OTHER TRADING ACTIVITIES 
 

 2016 
£ 

2015 
£ 

Events and promotions 69,920 32,816 
Merchandise sales 8,147 10,211 
 78,067 43,027 

 
 
4. INVESTMENT INCOME 
 

 2016 
£ 

2015 
£ 

Bank interest 1,562 1,769 
 
5. RAISING FUNDS 
 
Raising donations and legacies 
 

 2016 
£ 

2015 
£ 

Staff costs 91,350 83,676 
Fundraising and publicity 44,340 70,517 
Events and promotions 19,270 17,033 
Cost of merchandise sales 7,877 7,916 
 162,837 179,142 
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6. CHARITABLE ACTIVITIES COSTS 
 
Provision of support 
 

 2016 
£ 

2015 
£ 

Staff costs 273,186 234,876 
Peer Support Network 117 196 
Education and information services 17,860 15,188 
Support staff and activities 68,992 67,392 
Outreach service 33,683 41,095 
Information and support days 2,147 28,751 
Welfare and equipment grants 5,270 13,350 
Newsletter/magazine 15,235 10,956 
Regional events: winter and summer  15,260 9,971 
 431,750 

 
421,775 

 
Pursuit of knowledge 
 

 2016 
£ 

2015 
£ 

Medical research grants 10,310 12,772 
Other research activities 31,408 35,272 
 41,718 

 
48,044 

 
7. SUPPORT COSTS 
 

 2016 
£ 

2015 
£ 

Staff costs 31,950 33,585 
Professional fees and bank charges 12,208 9,427 
Other costs 22,378 19,470 
Committee expenses 1,947 1,442 
Loss on disposal of tangible fixed assets - 2,060 
 68,483 65,984 
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8. NET INCOME/ (EXPENDITURE) 
 

 2016 
£ 

2015 
£ 

Depreciation – owned assets 10,435 13,537 
Loss on disposal of tangible fixed assets - 2,060 
Audit fees 1,500 1,500 

 
 
9. TRUSTEES REMUNERATION AND BENEFITS 
 
There were no trustees’ remuneration or other benefits for the year ended 31 March 2016 
nor for the year ended 31 March 2015. 
 
Trustees’ expenses 
 
Expenses totalling £5,426 (2015: £710) were reimbursed to 2 (2015: 2) trustees in respect of 
travel and subsistence for committee meetings and fundraising activities during the year. 
 
Payment in respect of trustee indemnity insurance amounted to £785 (2015: £785) 
 
10. STAFF COSTS 
 

 2016 
£ 

2015 
£ 

Wages and salaries 369,016 332,960 
Social security costs 30,246 30,104 
Pension 11,979 9,686 
 411,241 372,750 

 
 
The average monthly number of employees during the year was as follows: 
 

 2016 
 

2015 
 

Management and administration 2 2 
Direct charitable expenditure 8 7 
Fundraising and publicity 3 3 
 13 

 
12 

 
No employees received emoluments in excess of £60,000 (2015: None) 
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11. TANGIBLE FIXED ASSETS 
 

 Improvements 
to property 
£ 

Office 
equipment 
£ 

Database 
 
£ 

Computer 
equipment 
£ 

Totals 
 
£ 

COST      
At 1 April 2015 19,611 11,987 31,312 17,651 80,561 
Additions - - - 2,574 2,574 
At 31 March 2016 19,611 

 
11,987 31,312 20,225 83,135 

DEPRECIATION      
At 1 April 2015 17,065 5,663 11,183 10,611 44,522 
Charge for year 1,540 1,183 4,473 3,239 10,435 
At 31 March 2016 18,605 6,846 15,656 13,850 54,957 

 
NET BOOK VALUE      
At 31 March 2016 1,006 5,141 15,656 6,375 28,178 

 
At 31 March 2015 2,546 6,324 20,129 7,040 36,039 

 
 
12. DEBTORS: AMOUNTS FALLING DUE WITHIN ONE YEAR 
 

 2016 
£ 

2015 
£ 

Prepayments 26,050 11,863 
 

 
13. CREDITORS: AMOUNTS FALLING DUE WITHIN ONE YEAR 
 

 2016 
£ 

2015 
£ 

Social security and other taxes 8,882 9,350 
Other creditors 9,133 4,228 
Accrued expenses 4,050 4,008 
 22,065 

 
17,586 
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14. OPERATING LEASE COMMITMENTS 
 
The following operating lease payments are committed to be paid within one year: 
 
 

 Other operating leases: 
 

 2016 
£ 

2015 
£ 

Expiring:   
Within one year 27,036 27,036 
Between one and five years 7,827 5,987 
 34,863 33,023 
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15. MOVEMENT IN FUNDS 
 

Statement of funds 
 

 Balance b/f 
at 1.4.15 
£ 

Incoming 
Resources 
£ 

Resources 
Expended 
£ 

Balance c/f 
at 31.3 16 
£ 

Unrestricted funds     
General funds 193,643 387,813 (478,815) 102,641 

 
Restricted funds     
Outreach Services: Big Lottery 
Funding 70% 

11,392 58,799 (70,191) - 

Lotteries Reaching Communities  - 61,384 (41,409) 19,975 
Outreach Services: other non-Lottery 
30% 

1,609 11,000 (8,659) 3,950 

Events and Information Days 30,000 500 (30,500) - 
Volunteering 14,582 20,000 (24,787) 9,795 
Toy Packs 9,741 - (9,569) 172 
Equipment Grants 760 10,283 (10,344) 699 
Support Services Assistant 6,547 2,000 (8,547) - 
Information & Support post FT 15,734 - (15,734) - 
Registry & Research Correspondent - 2,200 (1,512) 688 
Flexible Response Grants - 5,000 (3,832) 1,168 
Lottery Digital Pathways - 10,000 628 10,628 
Information & Support Day (2/4/16) - 6,050 (223) 5,827 
BBC CIN Conference - 10,000 (992) 9,008 
Equipment Fund 2  - 8,956 - 8,956 
ENMC Standards of Care - 2,500 (302) 2,198 
Total Restricted Funds 90,365 208,672 (225,973) 73,064 

 
TOTAL FUNDS 
 

284,008 596,485 (704,788) 175,705 

 
Analysis of net assets between funds 
 

 Unrestricted 
funds 

Restricted 
funds 

Total 

Fund balances at 31 March 2016 are 
represented by: 

   

Tangible fixed assets 28,178 - 28,178 
Stock 16,433 - 16,433 
Debtors 22,659 3,391 26,050 
Bank and cash 56,419 70,690 127,109 
Current liabilities (21,048) (1,017) (22,065) 
Total net assets 102,641 73,064 175,705 
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Restricted funds include the following:  

Outreach Service 

The Outreach Service offers support to families affected by all types of SMA. This is by phone 
and email. Home visits may be arranged. It is free, personalised and confidential offering 
information about the condition, emotional support, practical advice and guidance. It also 
supports people to access the services, financial support, equipment and adaptations they 
need and works closely with local medical professionals. 
 
The service is funded by: 
 
Lotteries 

 Big Lottery Funding (BLF) 70%. This was a 4-year project grant from Lotteries between 
May 2010 – April 2014 for what was then called the Outreach Project.  

 Lotteries Reaching Communities. This was a further 4 year grant for the calendar 
years 2015 – 2018 with the first payment in December 2014. The grant is to cover 70% 
of the costs of the re-structured Outreach Service.  

 
 Balance b/f 

at 1.4.15 
£ 

Incoming 
Resources 
£ 

Resources 
Expended 
£ 

Balance c/f 
at 31.3 16 
£ 

Big Lottery Funding 11,392 58,799 (70,191) - 
Lotteries Reaching Communities - 61,384 (41,409) 19,975 
 11,392 120,183 111,600 19,975 

 
 
Other Non-Lottery 30% combines donations from trusts and community donations towards 
the remaining 30% of the Outreach service costs. 
 
We separate out the various funds and funding years so that we can carefully track spending 
and provide accountability reports to Lotteries and other funders. 
 
Events and Information Days 
This fund covers events that are part of the work SMA Support UK undertakes to enable 
adults, young people and children with all types of SMA, parents and carers and other family 
members to meet up and share experiences. They are an important source of support for 
people affected by Spinal Muscular Atrophy. 
 
Volunteering 
Although no two people with SMA are the same, contact with others who are similarly 
affected, understand and are willing to share their experiences of the emotional and physical 
impact of receiving a diagnosis can be very helpful. Our Peer Support Volunteers are available 
to support others by phone and email.  
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Toy Packs 
Our multi-sensory toy packs are available free of charge to families with babies diagnosed 
with SMA Type 1 or SMARD in the UK. Though each baby is different, in general babies with 
these conditions have severe muscle weakness that affects their movement, swallowing and 
breathing. They are unable to sit unsupported and are often unable to lift their heads and 
have difficulty rolling over. The packs include items that provide visual, tactile and auditory 
stimulation. They have been designed to offer entertainment during the day, fun at bath time 
and comfort at bedtime.   
  
Equipment Grants 
These grants were set up to help provide equipment to meet needs caused by a child, young 
person or adult’s Spinal Muscular Atrophy. Items that were considered were those that would 
assist with showering, bathing, hoisting, sleeping or getting around and that would support 
physical and psychological well-being and social inclusion. The scheme only helped to fund 
items not fully covered by Statutory Services. 
 
Support Services Assistant 
This post is key to the efficient functioning of the Support Services staff who directly support 
families and develop our information resources.  
 
Information and Support Post FT 
The Information and Support Co-ordinator role is to lead production of our health and social 
care information. Key tasks are: developing new information resources; reviewing current 
resources; ensuring that the production process meets with The Information Standard (IS) 
requirements and that we maintain our IS accreditation; providing email and phone 
information and support. 
 
Registry and Research Correspondent 
The Scientific Research Correspondent post has the key task of keeping the SMA community 
up-to-date with research developments via our website and e-news bulletin. The fund also 
supported the UK SMA Patient Registry. The aims of the registry are to make it easier to find 
patients who might be eligible for clinical trials, to learn more about SMA and the way it 
progresses, and to give feedback to registered participants about on-going research and trials. 
 
Flexible Response Grants 
This fund enables grants to be made to individuals and families affected by SMA, to provide a 
swift response to an urgent need when no other funding source is available. Grants are 
typically small.  
 
Lottery Digital Pathways 
This fund is to cover online resources and printed materials that support individuals and 
families. 
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Information and Support Day Fund  
As SMA varies greatly in its effects separate days were planned to meet the needs of 
individuals and families affected by the different types of SMA. Usually offered bi-annually 
they are opportunities to hear new information and share experiences. This fund had as its 
particular focus the funding of the travel and accommodation costs of individuals and families 
attending the Information and Support day for those affected by SMA Type 2 or 3 on 2 April 
2016. 
 
BBC Children in Need Conference 
It is important that the Information and Support days also offer appropriate opportunities for 
children and young people to meet up and share experiences while their parents take part in 
workshops. This fund was to cover the costs of providing these facilities on 2 April 2016. It 
also covered the activities for children on the National Fun Day 3 April 2016 when children 
had further opportunities to meet and socialise. 
 
Equipment Fund 2  
This fund covered further equipment grants. 
 
ENMC Standards of Care 
SMA Support UK was a key initiator of the successful application by leading international 
medical experts to the European Neuromuscular Centre (ENMC). This was to begin to review 
the International Standards of Care for SMA at a conference of key European and US experts 
and patient representatives in February 2016. SMA Support UK was one of the funders of this 
meeting.  
 
 
16. RELATED PARTY DISCLOSURES 
 
There were no related party transactions for the year ended 31 March 2016. 
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DETAILED STATEMENT OF FINANCIAL ACTIVITIES for the year ended 31 March 2016 

 2016     £ 2015     £ 
INCOME AND ENDOWMENTS   
Donations and legacies   
Donations and gifts 315,298 496,494 
Legacies 81,375 97,511 
Big Lotteries Fund & Lotteries Reaching Communities 120,183 51,771 
 516,856 645,776 
Other trading activities   
Events and promotions 69,920 32,816 
Merchandise sales 8,147 10,211 
 78,067 43,027 

 
Investment income   
Bank interest 1,562 1,769 

 
Total incoming resources 596,485 690,572 
EXPENDITURE 
 

  

Raising donations and legacies   
Wages 91,350 83,676 
Fundraising and publicity 44,340 70,517 
Events and promotions 19,270 17,033 
Cost of merchandise sales 7,877 7,916 
 162,837 179,142 
Charitable activities   
Wages 273,186 234,876 
Medical research grants 10,310 12,772 
Other research activities 31,408 35,272 
Peer Support network  117 196 
Education and information services 17,860 15,188 
Support staff and activities 68,992 67,392 
Outreach service 33,683 41,095 
Information Days 2,147 28,751 
Welfare and equipment grants 5,270 13,350 
Newsletter/magazine 15,235 10,956 
Regional events: winter and summer 15,260 9,971 
 473,468 469,819 
Support costs   
Management   
Wages 31,950 33,585 
Professional fees and bank charges 12,208 9,427 
Other costs 22,378 19,470 
Committee expenses 1,947 1,442 
Loss on disposal of tangible fixed assets - 2,060 
 68,483 65,984 
Total resources expended 704,788 714,945 
Net expenditure (108,303) (24,373) 
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