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Letter from the Chair 

 

 
                    Jonathon Griffith  

                                                       Chairman 

As my penultimate year as Chair of SMA 
Support UK, the phrase that sticks most is, 
“May you live in interesting times”. At this 
time last year, the country was just starting 
to come to terms with the outcome of the 
vote on leaving the EU, and was 
anticipating the outcome of the election 
result on the other side of the pond. At the 
same time, we were hearing optimistic 
noises from a number of drug companies 
about potential therapies for SMA, and 
there was a real sense that the one part of 
our motto “hope for tomorrow” was 
becoming far less of a distant ambition. 

Well, now a year on and what an exciting 
year it has been. We are now starting to 
see drug therapies that were on trial now 
turning into reality, with even more 
exciting drug trials underway. Although for 
many of us the outcomes from those trials 
can’t come quickly enough, I am confident 
that when we look back in years to come, 
2017 will be seen as a key milestone for the 

treatment and management of the SMA 
condition. 

With these developments, we are 
inevitably starting to see a growth in 
families seeking the latest advice on drug 
trials and treatment, including how to 
access NHS provision across the different 
parts of the UK. Managing this additional 
work alongside our core business; 
information production, outreach, and the 
various social events etc., has been a 
challenge that has been positively 
embraced and has called upon all the skills, 
talents and reserves of the dedicated team 
in Stratford-upon-Avon. 

Looking forward, we are already planning 
and shaping our services for the coming 
years ahead in full recognition that we will 
need to make our resources stretch further 
than ever. In doing so we appreciate we 
can’t do this alone, and will continue to 
encourage joint working where it is in the 
best interests of the SMA community. We 
will continue to bear down on costs and 
ensure that we remain “best in class” at 
directing your donations to support the 
SMA community. We will also continue to 
grow our fundraising capacity and 
capability to secure the much-needed 
funds to meet the really exciting challenges 
we face.  

As a Board, we are here to represent you, 
our members, but without you, our staff, 
researchers and fundraisers we couldn’t 
achieve as much as we do. And therefore, 
on behalf of the Board, I would like to 
thank every one of you who enables SMA 
Support UK to continue to play an essential 
and invaluable part in making a positive 
difference to the lives of the SMA 
community.    
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Trustees’ Strategic Report  
SMA Support UK was established in 1985 in 
Warwickshire. SMA is a rare, inherited 
condition which affects nerves in the spinal 
cord. The nerves affected are those that 
enable walking, crawling, arm and hand 
movement, head and neck movement. The 
muscles used for swallowing and breathing 
are also affected. There are four main 
Types of SMA, of which SMA Type 1 is the 
most severe, as well as other rarer forms. 
www.smasupportuk.org.uk/what-is-sma  
 
Our Vision 
 
A world where SMA is treatable and where 
anyone affected by any form of SMA 
receives the support they need. 
 
Our Mission  
 
We support and empower anyone affected 
by SMA. We are advocates for better 
services and access to new treatments so 
that people affected by SMA are 
empowered and enabled to live full lives. 
We are committed to help fund and 
facilitate research and to raise public and 
professional awareness of SMA.  
 
Our guiding principles  
 
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 2017 – March 2018  
 
We will:  
 

• listen to, support and empower 
families and individuals affected by 
SMA and provide personalised support, 
information and other services  

 

• support health, education and social 
care professionals providing services to 
the SMA community  

 

• offer individuals and families affected 
by SMA opportunities to meet with 
others at information, support and 
social events  

 

• inform the SMA community  
of the latest SMA-related research 
developments, support/disability 
updates, consultations and campaigns  

 

• fund and facilitate initiatives that:  
o strengthen the connections 

between families, researchers and 
medical practitioners;  

o improve the management and 
treatment of the condition;  

o advance progress towards, and 
access to, major clinical drug trials 

 
• ensure the maximum impact for our 

work: 
o through partnerships and alliances 

with other national charities and 
international groups;  

o 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  

Our website continues to grow in 
popularity as a key source of information 
about SMA, related research and service 
updates and, more recently, the 
development of drug treatments.  In 2016, 
the website as a whole had nearly 63,000 
visitors – an increase of 54% on 2015. The 
top three pages viewed were  
SMA Type 1 Information (17,640 views); 
Information and Support (6,735 views); 
SMA Type 2 Information (6,894 views).   

“Your site is a wonderful place to gain more 
insight into this condition. Thank you for 
your support. This really is an amazing 
organisation.”  (Aunt of a baby with SMA 
Type 1) 

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: 
www.smasupportuk.org.uk/about-sma  
 

 

Our Route Maps 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, 1,385 people had used 
them: www.routemapforsma.org.uk  

 

In March 2017, we completed the final 
Route Map; this one was for SMARD 
(Spinal Muscular Atrophy with Respiratory 
Distress).   

 “Excellent signposting and resources. 
Format is consistent, easy to use and 
follow. Useful for both parents and health 
professionals” (Paediatric Registrar) 

We updated the text and illustrations of 
‘SMA Type 3 and Me’ – a book written for 
children who want to learn more about 
SMA. It can also be used in schools and by 
professionals. Due out in April 2017, it was 
looking extremely good! 

We kept the SMA community up-to-date 
with the latest campaigns, consultations 
and surveys that might be of interest. 
These were posted regularly on our 
website, social media pages, and in our 
monthly E-news which has a circulation of 
more than 3,500. 

Support Services 

Our support services are delivered by a 
small team of experienced staff and a 
network of ‘shared experience’ volunteers 
who have been, or who are, personally 
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affected by SMA. Find out more about this 
network here:  

www.smasupportuk.org.uk/sharing-
experiences  

 
In 2016, the team provided information 
and support to 262 children, young people 
and adults with SMA and their families. 
This might have been: supporting a family 
with a child with SMA Type 2 to apply to 
and gain a place at the local primary school 
of their choice; assisting an adult with what 
is often a fraught battle to access the 
health and social care services they need, 
such as equipment, housing adaptations 
and day to day support from a Personal 
Assistant. 

“There isn’t anywhere else with the 
expertise across as wide a range of issues 
impacting people with SMA, from 
education to housing to equipment” 
(Parent of an adult with SMA Type 2) 

Home visits and ongoing contact with 
parents with a baby newly diagnosed with 
SMA Type 1 continued, helping them to 
work their way through the 
overwhelmingly distressing information 
they have received and giving them and 
their extended family emotional support. 
This turmoil was added to this year with 
the development of the treatment 
nusinersen and the slow progress towards 
access in the UK (see Research and 
Treatments section).  

 “Your outreach worker who came to visit 
us in the early days after our daughter’s 
diagnosis was extremely supportive and 
knowledgeable and I have really 
appreciated her continued support since 
then” (Mother of a baby with SMA Type 1)  

Another important part of our work is the 
information and support we give to health, 
education and social care professionals – 
of which there were 125 in 2016. These are  

 

 
professionals who are either new to the 
condition or ‘old hands’ who would like our 
help to support the families with whom 
they are working. 
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We also had some 50 overseas enquires – 
often wanting information about 
nusinersen and to know if access to the 
treatment was possible. We always try to 
give as much information as we can and 
help people find whatever local support is 
available. 
 
Multisensory Toy Packs 

In 2016, the team sent out 31 multisensory 
toy packs for babies with SMA Type 1 or 
SMARD in the UK.  

These packs are free of charge and include 
items that provide visual, tactile and 
auditory stimulation. They are designed to 
offer entertainment during the day, fun at 
bathtime and comfort at bedtime.  

 
“Please thank everyone involved in 
creating the toy pack. We received it today 
and were completely overwhelmed. Many 
many thanks for making today a bit 
happier at a time when we are feeling so 
much sadness” (Kathy, mother of Maggie 
who had SMA Type 1)  
 
SMA Awareness 
 
At the end of September, we spent a week 
raising public awareness of the facts and 
impact of SMA and the need  

for more support and research.  
 
170 people signed up to our Thunderclap, 
which had a reach of over 
134,000 individuals. 892 people added our 
Awareness Week Twibbon to their profile 
picture. We shared our video clips about 
SMA with our followers on Facebook and 
Twitter – one video clip was viewed by 
more than 5,300 people. 
 
Information, Support and Social 
Events 
 

 
On 2nd April, we held an Information and 
Support Day for anyone affected by SMA 
Type 2 or 3. 53 children, young people and 
adults with SMA attended along with 119 
parents, grandparents, siblings, partners, 
other family members and PAs.   

A number of different organisations and 
charities, our Research Correspondents 
and our Information Service all ran stalls 
and answered people’s questions. 

Nipperbout provided excellent childcare, 
while 11-18 year olds chose to talk and 
share experiences in their own  
space or took part in CREATE's filmmaking 
workshop. 
 
Everyone else took part in one of the 
'Talking Together' workshops that ran 
throughout the day and were about 
sharing tips, experiences and advice.  
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“It was amazing - sharing worries, finding 
strength and solutions, making new 
friends” (Adult with SMA Type 2) 

“Excellent day spent at the SMA Support UK 
#Talkingtogether event in Stratford. A big 
thank you to everyone who shared their 
experiences.” (Parent of a child who has 
SMA Type 2) 

A Pyjama Party/Social Space for children 
and young adults to get together, and an 
Adults Night Out on the town followed in 
the evening. 

“Sincere thanks to all who have worked so 
hard to make this a memorable day.” 
(Parent of an adult with SMA Type 3) 

Sunday 3rd April was our National Fun day 
open to all. Easter-themed, it attracted 188 
visitors who enjoyed a mobile farm, 
fairground games and face painting.  

 

In November and December some 300 
children, parents, grandparents and adults 
affected by SMA joined Winter Events in 

Bournemouth, Darlington, Harlow and 
Northern Ireland. Each event included a 
Christmas meal and entertainment with 
games and magic or an animal show.  

Families often tell us how invaluable these 
days are as opportunities to meet up 
socially and how, for many, they help 
reduce the feeling of isolation that having 
a rare condition can bring. 

“Thank you so much for a fabulous Xmas 
party. As always a special time for us all to 
gather and enjoy great food with family  
and friends” (Parent of a young  
teenager with SMA Type 3) 
 
Research and Treatments  

Nusinersen (progress as of 31st March 17) 

In August 2016, pharmaceutical company 
Biogen announced that, due to the positive 
clinical trial results of its drug nusinersen  
(brand name SPINRAZA™) with children 
with SMA Type 1, all on the trial would be 
offered the treatment. This was rapidly 
followed in September by their 
announcement of a global ‘compassionate 
use’ or ‘Expanded Access Programme’ 
(EAP) for eligible children with SMA Type 1 
and applications in the USA and Europe for 
marketing authorisation. This was granted 
in the USA in late December 2016 when 
nusinersen was licensed for use with all 
those with 5qSMA which includes SMA 
Types 1, 2, 3 and 4.  

At SMA Support UK we were all on a steep 
learning curve: keeping up with the 
science; finding out about the 
authorisation process and the role we 
could take; as a charity, responding to the 
excitement and frustration of the SMA 
community as it became clear that 
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progress to potential access in the UK 
would be a long and arduous path. We 
supported individual families as advocates 
for their equitable access to the UK EAP. 
We voiced community views and needs 
with Biogen, the National Institute for 
Health and Care Excellence (NICE) and NHS 
England, and joined with charities 
Muscular Dystrophy UK and the SMA Trust 
and the family-led campaigning group 
TreatSMA to do all we could to progress 
access to the treatment in the UK. 
Importantly, we tried to  
keep the SMA Community up-to-date  
via our website: 
www.smasupportuk.org.uk/nusinersen 

This was just the beginning and, with 
further potential treatments on the 
horizon, we hope that you will be reading 
about positive outcomes in future annual 
reports. 

  
 

 
Our Scientific Research Correspondent, Dr 
James Sleigh, and Clinical Care Research 
Correspondent, Dr Alex Murphy, 
continued to keep people up-to-date with 
all the latest research news and relevant 
articles. These were published on our 
website and social media pages, and 
featured in our monthly E-newsletters.  
 
www.smasupportuk.org.uk/research 

Researchers who are developing drugs and 
conducting studies often want to 
understand the impact of SMA on people's 
daily lives. Our support services team is 
often asked to give an overview and, 
whenever possible, we enable 
opportunities for people’s own voices to 
be heard directly via surveys and 
consultations. 
 
UK SMA Patient Registry 

We continued to help fund this important 
database that links adults and children who 
have SMA with researchers conducting 
studies, including clinical trials of new drug 
treatments. 
 
The International Standards of Care for 
SMA 

Management of symptoms and the 
reduction of complications of muscle 
weakness is very important for anyone 
with SMA. We continued our involvement 
with the review of these standards which 
guide day-to-day care and practice for 
professionals and families. We will be 
working with other key partners next year 
to write the family-friendly version of the 
revised standards. 

International Connections 

We remained active members and funders 
of SMA Europe, the umbrella organisation 
of SMA patient and research groups. Our 
Scientific Research Correspondent 
attended the annual Cure SMA conference 
in America.  

Other Research Developments 
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Thank you to the community…

We’ve been amazed at the lengths our 
loyal supporters have gone to. Throughout 
the UK we have seen cake sales, 
marathons, online campaigns, quiz nights, 
collections, golf days and all 
manner of events organised to raise 
funds for the charity.

Throughout the year, our committed givers 
have continued to allow us to plan our 
services by providing a regular income.

Thank you to everyone who has supported 
our work through fundraising and 
volunteering. We look forward to continue 
working with you to support the SMA 
Community in the coming year.                                                 

Thank you as well to all the trusts, 
foundations and companies that have 
supported the charity, including: 

…and to Trusts and Companies

Thank you to all who continue to support us 
each year with both our core work and 
projects.
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Report of the Trustees for the year 
ended 31 March 2017 
 
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 2017. The Trustees 
have adopted the provisions Accounting 
and Reporting by Charities: Statement of 
Recommended Practice (SORP) applicable 
to charities preparing their accounts in 
accordance with the Financial Reporting 
Standard applicable in the UK and Republic 
of Ireland (FRS 102) (effective January 
2015). 
 
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.  
 
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.  

Achievements and Performance  

See pages 5 – 9. 

 

Future Plans  
 
In 2017 we will be surveying individuals, 
families and professionals for feedback on 
our services and their views on our future 
direction. This is in readiness for our full 
strategic review to set our direction for 
2018 – 2023. 
 
Financial Review 
 
Financial Position 
See page 14 Treasurer’s Report. 
 
Investment Policy 
No investments are currently held by the 
charity. The investment policy is reviewed 
annually.  
 
Reserves Policy 
For the majority of the year, the Trustees 
followed the historic reserves policy where 
unrestricted funds held by the charity 
should be between three and six months of 
unrestricted expenditure. The policy was 
tightened in the final quarter of the year to 
require unrestricted cash to be not less 
than three months of unrestricted 
expenditure, based on the most recent 
three months of expenditure. This new 
measure was deemed to be more effective 
in maintaining a suitable level of reserves, 
given the importance of unrestricted cash. 
Unrestricted expenditure for the last three 
months of the financial year was 
£84,000.  Unrestricted funds were £95,718 
at the balance sheet date and therefore 
within the historic reserves policy. 
However, due to the timing of certain 
receipts and payments, unrestricted cash 
reserves at the balance sheet date were 
below the new reserves policy target levels 
at £23,802. Since the year end, 
unrestricted cash has increased to  
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Trustees’ Responsibilities 
Statement 

c.£70,000 and is expected to increase 
further over the course of the financial 
year. 

Governing Document 
The charity is governed by its 
Memorandum and Articles of Association 
and constitutes a 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. 
 
 

 
 
 
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), including Financial Reporting 
Standard 102 “The Financial Reporting 
Standard applicable in the UK and Republic 
of Ireland”. 
 
Company law requires the Trustees to 
prepare financial statements for each 
financial year which give a true and fair 
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 
charitable company will continue in  
business. 
 
The Trustees are responsible for keeping 
proper accounting records which disclose 
with reasonable accuracy at any time the 
financial position of the charitable 
company and which enable them to ensure 
that the financial statements comply with 

Structure, Governance & 
Management 
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the Companies Act 2006. They are also 
responsible for safeguarding the assets of 
the charitable company and hence for 
taking reasonable steps for the prevention 
and detection of fraud and other 
irregularities. 
 

 
 

 
Reference and Administrative Details 

Registered Company number 
 
5137534 (England and Wales) 
 

Registered Charity number 
 
1106815 

Registered office 
 
40 Cygnet Court, Timothy's Bridge Road, Stratford-upon-Avon, Warwickshire, CV37 9NW 
 
Trustees 
 
H Rattue, D Mateer (resigned on completion of six years of service 30.9.16), J Griffith, N Ashby, R 
Waltier, M Fenton, Dr H Sobati, S Smith, A Cook (appointed 30.9.16), T Clarke (appointed 30.9.16) 
 
Company Secretary 
 
D J Henderson 
 
Auditors 
 
Cooper Adams Ltd, Chartered Accountants and Statutory Auditors, 12 Payton Street, 
Stratford-upon- Avon, Warwickshire, CV37 6UA 
 
Chair 
 
J Griffith  
 

Patrons 
 
Professor V Dubowitz, J Snow 

 

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

J Griffith - Trustee  

• 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: 

 

NEW SMA R&A_28PP.indd   13 05/09/2017   07:31

23rd September 2017

13.indd   1 27/09/2017   12:02



14  

Treasurer’s Report 
SMA Support UK has had another tough year 
along with many in the charity sector. 
Though amongst the challenges and hard 
won income there were more positive signals 
towards the end of the year and into 
2017/18. Our income fell by just under 3% to 
£579,000 in 2016/17. This is the lowest 
income in the past 10 years however; the 
main decrease was seen in legacy income; 
funds bequeathed in wills, which roughly 
halved. This income is difficult to predict and 
varies from year to year. Our community and 
events income, raised by individual 
supporters through a variety of charitable 
activities, was also down by around 6%. 
Conversely, income from companies 
increased by 25% and from charitable trusts 
by nearly 10%. As noted in our Chairman’s 
report, the level of engagement with the 
SMA Community and the demand for our 
services continues to increase, especially in 
light of the exciting developments relating to 
drug treatments. As noted above, we are 
starting to see this engagement impacting 
our income with stronger results towards the 
end of this financial year.  

We continue to manage our cost base with 
care and prudence, driving out unnecessary 
costs and maintaining, as far as possible, 
spending which benefits the SMA 
Community. Our total expenditure reduced 
by £73,000, just over 10%, in line with cost 
reduction strategy and plans to align income 
and expenditure. Our spending on core 
service provision, including information and 
support services and research was £455,000, 
which was £19,000 (4%) lower than the prior 
year. At the same time, we cut fundraising 
costs by around 28% and governance and 

administration costs by 14%. As a result of 
our efforts we have increased the percentage 
of spending on our charitable purpose from 
67% to 72%. This is an extraordinary 
achievement and demonstrates the 
dedication of the management team and 
staff to deliver as much value as possible 
from every penny we receive, much of which 
comes from the SMA Community.  

Our result for the year was a loss of £52,160. 
This is less than half the prior year loss 
despite a further fall in income, and was 
achieved as a result of the cost cutting 
described above. Our three-year plan has 
been to reduce costs to be in line with lower 
income and maintain an appropriate level of 
retained funds.  Our intention remains to 
spend every penny we receive over the 
medium term.  

For the 2017/18 financial year, we expect a 
slight increase in income and, as noted 
above, we are on target to achieve this goal. 
Continued tight cost controls should result in 
small surplus in the current financial year. 

The positive trend in our income, especially 
from fundraisers in the SMA Community that 
we have seen over the past few months is 
encouraging. Given the recent exciting 
developments in drug treatments and the 
drugs in the pipeline, our role to support 
those affected by SMA has never been 
greater. We can only continue to provide 
these vital services with the help and hard 
work of our fundraisers and I thank them 
once again for their ongoing efforts to 
support the charity at this exciting time.   

 
 

Neil Ashby 
Treasurer 

  

NEW SMA R&A_28PP.indd   14 05/09/2017   07:31

23rd September 2017

14.indd   1 27/09/2017   13:24



15

Auditor’s Report 
Report of the Independent Auditors to the 
Members of SMA Support UK 

We have audited the financial statements 
of Spinal Muscular Atrophy Support UK for 
the year ended 31 March 2017 on pages 17 
to 27. 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), 
including Financial Reporting Standard 102 
“The Financial Reporting Standard 
applicable in the UK and Republic of 
Ireland”. 

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 Trustees’ 
Responsibility Statement set out on pages 
12 - 13, 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 2017 and of its incoming 
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resources and application of resources, 
including its income and expenditure, 
for the year then ended; 

• have been properly prepared in 
accordance with United Kingdom 
Generally Accepted Accounting 
Practice, including Financial Reporting 
Standard 102 “The Financial Reporting 
Standard applicable in the UK and 
Republic of Ireland”; and 

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

Opinion on Other Matters 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 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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Financial Statements 
Spinal Muscular Atrophy Support UK 
Statement of Financial Activities for the Year Ended 31 March 2017 
 

 Notes Unrestricted 
Funds 

£ 

Restricted 
Fund 

£ 

2017 
Total Funds 

£ 

2016 
Total Funds 

£ 
INCOME & ENDOWMENTS 
FROM 

    

Donations & Legacies 2 328,723 163,655 492,378 516,857 
Other trading activities 3 86,953  86,953 78,067 
Investment income 4 193  193 1,562 
Total  415,869 163,655 579,524 596,486 

 
      
EXPENDITURE ON     
Raising funds 5 117,804  117,804 162,837 
Charitable activities 6     
Provision of support  191,322 220,203 411,525 431,751 
Governance costs  59,133  59,133 68,483 
Pursuit of knowledge  38,325 4,897 43,222 41,718 
Total  406,584 225,100 631,684 704,789 

 
NET INCOME/(EXPENDITURE) 9,285 (61,445) (52,160) (108,303) 
Transfer between 
funds 

 (16,208) 16,208   

Net movement in 
funds 

 (6,923) (45,237) (52,160) (108,303) 

RECONCILIATION OF FUNDS     
Total funds brought 
forward 

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

TOTAL FUNDS CARRIED 
FORWARD 

95,718 27,827 123,545 175,705 

CONTINUING OPERATIONS 
All income and expenditure has arisen from continuing activities 

 

The notes form part of these financial statements  
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Spinal Muscular Atrophy Support UK 
Statement of Financial Position at 31 March 2017 
 

 Notes Unrestricted 
Funds 

£ 

Restricted 
Fund 

£ 

2017 
Total Funds 

£ 

2016 
Total Funds 

£ 
FIXED ASSETS     
Tangible assets 11 19,652  19,652 28,178 
CURRENT ASSETS      
Stocks 12 9,052  9,052 16,433 
Debtors 13 54,896  54,896 26,050 
Cash at bank and in 
hand 

 23,802 32,906 56,708 127,109 

  87,750 32,906 120,656 169,592 
 

CREDITORS      
Amounts falling due 
within one year 

14 (11,684) (5,079) (16,763) (22,065) 

NET CURRENT ASSETS  76,066 27,827 103,893 147,527 
 

TOTAL ASSETS LESS CURRENT 
LIABILITIES 

95,718 27,827 123,545 175,705 

NET ASSETS 95,718 27,827 123,545 175,705 
FUNDS     
Unrestricted funds: 
General fund 

16   95,718 102,641 

Restricted funds: 
Various  

16   27,827 73,064 

TOTAL FUNDS    123,545 175,705 
 
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 
 
 

The notes form part of these financial statemen
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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 
 
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. 
 

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: 
 
• Property improvements  - 20% on cost 
• Office equipment     - 10 – 20% on cost 
• Database           - 14.3 % on cost 
• Computer equipment - 25% straight 

line 
 
Stocks 
Stocks are valued at the lower cost and net 
realisable value, after making due 
allowance for obsolete and slow moving 
items. 
 
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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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 
 
2. DONATIONS AND LEGACIES  
 

 2017 
£ 

2016 
£ 

Donations and gifts 323,937 315,299 
Legacies 43,500 81,375 
Lotteries Reaching Communities 124,941 120,183 
 492,378 516,857 

 
3. OTHER TRADING ACTIVITIES 
 

 2017 
£ 

2016 
£ 

Events and promotions 82,310 69,920 
Merchandise sales 4,643 8,147 
 86,953 78,067 

 
4. INVESTMENT INCOME 
 

 2017 
£ 

2016 
£ 

Bank interest 193 1,562 
 
5. RAISING FUNDS 
 
Raising donations and legacies 
 

 2017 
£ 

2016 
£ 

Staff costs 79,640 91,350 
Fundraising and publicity 25,738 44,340 
Events and promotions 8,583 19,270 
Cost of merchandise sales 3,843 7,877 
 117,804 162,837 
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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 
6. CHARITABLE ACTIVITIES COSTS 
 
Provision of support  
 

 2017 
£ 

2016 
£ 

Staff costs 250,744 282,277 
Information and awareness raising 35,005 39,388 
Sharing Experiences Service 8,161 13,294 
Outreach Service 34,880 26,870 
Information, support and social events 40,961 28,001 
Welfare, equipment grants and toy packs 41,774 41,921 
 411,525 431,751 

 
Pursuit of knowledge 
 

 2017 
£ 

2016 
£ 

Staff costs 19,969 24,835 
Research-related grants 17,547 10,310 
Other research activities 5,695 6,573 
 43,211 41,718 

 
Comparative figures in this note have been reanalysed to follow current year accounting 
treatment and to present expenses consistently. 
 
7. SUPPORT COSTS 
 

 2017 
£ 

2016 
£ 

Staff costs 31,491 32,216 
Professional fees and bank charges 8,462 12,208 
Other costs 17,366 22,112 
Committee expenses 1,825 1,947 
 59,144 68,483 

 
Comparative figures in this note have been reanalysed to follow current year accounting 
treatment and to present expenses consistently. 
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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 
8. NET INCOME/ (EXPENDITURE) 
 Net income/(expenditure is stated after charging: 
 

 2017 
£ 

2016 
£ 

Depreciation – owned assets 9,646 10,435 
Fees payable to auditor for audit 1,500 1,500 
Fees payable to auditor for other services 2,670 2,550 

9. TRUSTEES REMUNERATION AND BENEFITS 
 
There were no trustees’ remuneration or other benefits for the year ended 31 March 2017 
nor for the year ended 31 March 2016. 
 
Trustees’ expenses 
 
Expenses totalling £2,017 (2016: £5,246) were reimbursed to 2 (2016: 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 £811 (2016: £785) 
 
10. STAFF COSTS  

 2017 
£ 

2016 
£ 

Wages and salaries 309,081 369,016 
Social security costs 26,962 30,246 
Pension 13,879 11,979 
 349,922 411,241 

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

 2017 2016 
Management and administration 1 2 
Direct charitable expenditure 6 8 
Fundraising and publicity 2 3 
 9 13 

 
No employees received emoluments in excess of £60,000 (2016: None) 
 
11. TANGIBLE FIXED ASSETS  

 Improvements 
to property 

£ 

Office 
equipment 

£ 

Database 
 

£ 

Computer 
equipment 

£ 

Totals 
 

£ 
COST      
At 1 April 2016 19,611 11,987 31,312 20,225 83,135 
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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 

Additions - - - 1,120 1,120 
At 31 March 2017 19,611 11,987 31,312 21,345 84,255 
DEPRECIATION      
At 1 April 2016 18,605 6,846 15,656 13,850 54,957 
Charge for year 503 1,154 4,474 3,515 9,646 
At 31 March 2017 19,108 8,000 20,130 17,365 64,603 
NET BOOK VALUE      
At 31 March 2017 503 3,987 11,182 3,980 19,652 
At 31 March 2016 1,006 5,141 15,656 6,375 28,178 

 
12.  STOCKS 
 

 2017 
£ 

2016 
£ 

Stocks held for re-sale 9,052 16,433 
 
 
13. DEBTORS: AMOUNTS FALLING DUE WITHIN ONE YEAR 
 

 2017 
£ 

2016 
£ 

Prepayments and accrued income 54,896 26,050 
 
14. CREDITORS: AMOUNTS FALLING DUE WITHIN ONE YEAR 
 

 2017 
£ 

2016 
£ 

Social security and other taxes 7,366 8,882 
Other creditors 5,227 9,133 
Accrued expenses 4,170 4,050 
 16,763 22,065 

 
15. LEASING AGREEMENTS  
 
Minimum lease payments under non-cancellable operating leases fall due as follows: 
 

 2017 
£ 

2016 
£ 

Within one year 36,346 35,358 
Between one and five years 72,386 108,732 
 108,732 144,090 
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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 
16. MOVEMENT IN FUNDS 
Statement of funds 
 

 Balance b/f 
at 1.4.16 

£ 

Incoming 
Resources 

£ 

Resources 
Expended 

£ 

Transfers Balance c/f 
at 31.3 17 

£ 
Unrestricted funds      
General funds 102,641 415,868 (406,583) (16,208) 95,718 
      
Outreach Services: Lotteries 
Reaching Communities (70%) 

19,975 124,941 (142,794) 16,208 18,330 

Outreach Services:  
Non Lottery (30%) 

3,950 10,000 (13,950)   

Volunteering  9,795 3,000 (12,795)  - 
Toy Packs & Car Seats 172 5,980 (3,776)  2,376 
Equipment Grants 699 - (699)  - 
Registry & Research 
Correspondent 

688 1,284 (1,188)  784 

Flexible Response Grants 1,168 1,000 (1,168)  1,000 
Lottery Digital Pathways 10,628 - (10,628)  - 
Information & Support Days  5,827 - (5,827)  - 
BBC CIN Info & Support Days  9,008 - (9,008)  - 
BBC CIN Events - 10,000 (5,613)  4,387 
Equipment Fund 2 8,956 4,000 (12,956)  - 
Equipment Fund 3 - 950 -  950 
ENMC Standards of Care 2,198 - (2,198)  - 
Patient Registry - 1,500 (1,500)  - 
West Midlands - 1,000 (1,000)  - 
Total Restricted Funds 73,064 163,665 (225,100) - 27,827 
TOTAL FUNDS 
 

175,705 579,523 (631,683) - 123,545 

 

16. MOVEMENT IN FUNDS - continued 
Analysis of net assets between funds 
 

 Unrestricted 
funds 

Restricted 
funds 

Total 

Fund balances at 31 March 2017 are 
represented by: 

   

Tangible fixed assets 19,652 - 19,652 
Stock 9,052 - 9,052 
Debtors 54,896 - 54,896 
Bank and cash 23,802 32,906 56,708 
Current liabilities (11,684) (5,079) (16,763) 
Total net assets 95,718 27,827 123,545 
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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 

Outreach Service 

16. MOVEMENT IN FUNDS - continued 

 
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 professionals. The service is funded by: 

• Lotteries Reaching Communities (70%) - this is a 4 year grant for the calendar years 
2015 – 2018 to cover 70% of the costs of the Outreach Service.  

 
• Non-Lottery (30%) - combines donations from trusts and community donations 

towards the remaining 30% of the Outreach Service costs. 
 
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, and 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, who understand and who are willing to share their experiences of the emotional 
and physical impact of receiving a diagnosis can be very helpful. Our ‘Sharing Experiences 
Service’ offers a range of ways of making this contact. 
 
Toy Packs & Car Seats 
Our multisensory toy packs are free of charge to families with babies diagnosed with SMA 
Type 1 or SMARD in the UK. Though each baby is different, those 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. We also fund car seats for babies. 
  
Equipment Grants 
These grants were set up to help provide equipment to meet the needs of those who have 
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 wellbeing and social inclusion. The scheme only helped to fund items not fully 
covered by Statutory Services. 
 
Registry and Research Correspondent 
The Scientific Research Correspondent post has the key task of keeping the SMA community 
up-to-date with developments via our website and monthly E-news. The fund also supported 
the UK SMA Patient Registry. The aims of the registry are to make it easier to find patients  
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Spinal Muscular Atrophy Support UK 
Notes to the Financial Statements for the Year Ended 31 March 2017 
 
16. MOVEMENT IN FUNDS - continued  
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 ongoing 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. 
 
Information and Support Day Fund (04/16) 
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. 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 2nd April 2016. 
 
BBC Children in Need - Information and Support Days (04/16) 
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 2nd April 2016. It 
also covered the activities for children on the National Fun Day 3rd April 2016 when they had 
further opportunities to meet and socialise. 
 
BBC Children in Need Events 
This covered Winter Events held in December 2016 to enable children to meet each other in 
a relaxed and fun environment. These opportunities are all too infrequent for families 
affected by a rare condition and so are important for reducing isolation. Further events will 
be held in Summer 2017. 
 
Equipment Fund 2  
This fund covered further ‘one off’ equipment grants. 
 
Equipment Fund 3  
This fund covered further ‘one off’ 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.  
 
17. RELATED PARTY DISCLOSURES 
 There were no related party transactions for the year ended 31 March 2017. 
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DETAILED STATEMENT OF FINANCIAL ACTIVITIES for the year ended 31 March 2017 

 2017     £ 2016     £ 
INCOME AND ENDOWMENTS   
Donations and legacies   
Donations and gifts 323,937 315,299 
Legacies 43,500 81,375 
Lotteries Reaching Communities 124,941 120,183 
 492,378 516,857 
Other trading activities   
Events and promotions 82,310 69,920 
Merchandise sales 4,643 8,147 
 86,953 78,067 
Investment income   
Bank interest 193 1,562 
Total incoming resources 579,524 596,486 
EXPENDITURE 
 

  

Raising donations and legacies   
Wages 79,640 91,350 
Fundraising and publicity 25,738 44,340 
Events and promotions 8,583 19,270 
Cost of merchandise sales 3,843 7,877 
 117,804 162,837 
Charitable activities   
Staff costs 270,713 307,112 
Research-related grants 17,547 10,310 
Other research activities 5,695 6,573 
Information and awareness raising  35,005 39,388 
Sharing Experiences Service 8,161 13,294 
Outreach Service 34,880 26,870 
Information support and social events 40,961 28,001 
Welfare, equipment grants and toy packs 41,774 41,921 
 454,736 473,469 
   
Support costs   
Management   
Staff costs 31,491 32,216 
Professional fees and bank charges 8,462 12,208 
Other costs 17,366 22,112 
Committee expenses 1,825 1,947 
 59,144 68,483 
   
Total resources expended 631,684 704,789 
Net expenditure (52,160) (108,303) 
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Spinal Muscular Atrophy Support UK 

40 Cygnet Court 
Timothy’s Bridge Road 

Stratford-upon-Avon, CV37 9NW 
  

Phone: 01789 267520 
• Mon – Thurs (9.00am – 3.30pm) 
• Friday (9.00am –1.00pm) 
• Closed on public holidays. 

 
Email: office@smasupportuk.org.uk 

www.smasupportuk.org.uk 
 

  

 
 

Spinal Muscular Atrophy Support UK Registered Charity No 1106815 
Company Limited by Guarantee No 5137534 Registered in England and Wales 
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