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Annual Report 
& Financial Statements

Welcome to our first 
combined Annual review 
and Audited accounts
for the year ending 31st March 2015

This has been a great year for us starting with 
the rebrand and ending with our strongest 
income finish in six years. More importantly, 
we have moved with the times and adapted 
our services to meet the new needs of service 
users with projects that include our Equipment 
Grants, Scholarship Fund and Adult Insight 
Group. With more clinical trials on the horizon, 
our strategy on research has become ever more 
important as we help fund key infrastructure 
and share our knowledge with researchers 
and pharmaceuticals seeking improved care 
and ultimately, a cure for SMA. We hope that 
2015/16 continues as we finish this year but we 
are solely reliant on people’s goodwill, whether 
they be a trust, corporate, lottery or individual. 
Please consider supporting us so that we can 
continue helping families that need 
our assistance.
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Firstly, I am really pleased to say that 
over the past year we have been able 
to extend our services into a number 
of new and critical areas, including 
the launch of the Scholarship Fund, 
equipment grants, and the adult insight 
group to name but a few.

Despite SMA being classed as a rare 
condition, the growing awareness 
of the condition has meant we have 
continued to see a growing demand for 
our services. As a small charity with 
limited resources, we make sure every 
penny counts to ensure that we are best 
placed to meet those demands. Whilst 
the launch of our new services was a 
significant milestone for SMA Support 
UK, we recognise the need to maintain 
our essential support services is core 
in what we do. In delivering our core 
services, we have made sure that they 
are sufficiently flexible to respond to 
the changing needs of the users and 
changing healthcare provision. This 
adaptability, alongside the clear demand 
for our services were, key in securing a 
further three years of increased lottery 
funding for our outreach service. 

In addition, over the past year we 
have continued to see positive signs 
emerging on the SMA research front. 
We can never underestimate how 
important research is to our members. 
Therefore, through our ongoing close 
work with our research correspondent, 
the research community, partners and 
our members, we maintain our active 
communication on research through a 

variety of routes. We also play a pivotal 
role in supporting research across the 
UK, Europe and globally to find a cure 
for SMA.

Our staff, based in Stratford-upon-Avon, 
are at the bedrock of SMA Support 
UK. I, along with every one of my 
fellow trustees, are indebted for the 
professional, calm and friendly way  
they manage and lead the charity on  
a day-to-day basis. Over the past year 
our staff have been recognised by a 
number of major external organisations 
as the Subject Matter Expert (SME)  
on supporting the SMA condition.  
Our support services team were asked 
by NHS Choices to assist them in the  
re-drafting of their website content  
on the SMA condition.

As already highlighted, we are a small 
charity that supports and represents 
a community with diverse needs that 
reaches out to every corner of the 
UK. To achieve all that we do requires 
financial support, and we can only do 
that with the valued help of donors, 
supporters and members alike.  
I continue to be constantly amazed, 
impressed, and most importantly, truly 
grateful, for the endeavours and the 
lengths that individuals and groups  
go to to help SMA Support UK.

We, at SMA Support UK, recognise 
the challenges that come with the 
increasing awareness of the condition; 
the ongoing pressures on NHS 
resources; and, the growing competition 

and more innovative ways used by 
charities to secure funds means that 
we need to continue to build on the 
achievements of last year. Therefore 
over the coming year we will continue:

• to grow and develop our  
partnerships with fellow 
neuromuscular organisations;  

• to develop and maintain our services 
ensuring that they meet the needs  
of the SMA community; and

• raise awareness of the SMA condition.

Supporting the SMA community is  
at the heart of everything we do and  
we can only do this with you. 

Finally, I would like to thank you, on 
behalf of SMA Support UK, for all your 
support over the past year, and I look 
forward to joining you over the coming 
year in continuing to support and make 
a difference to the lives of those affected 
by SMA. 

Jonathon Griffith 
Chairman

5 October 2015

Letter from the Chair

The past year has been marked 
with a number of significant 
achievements for SMA Support UK, 
all of which have ensured that we 
continue to provide the best advice 
and support for the Spinal Muscular 
Atrophy (SMA) community. 
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Trustees Report (Incorporating Strategic Report)

We have been established for over 30 years in Warwickshire. SMA Support UK is 
in touch with some 1,000 individuals and families living in the UK with SMA and a 
further 500 bereaved families remain in contact.

Our Mission:

We support and empower 
those affected by Spinal 

Muscular Atrophy.  
We advocate for better  

services and raise  
public awareness in 
partnership with the  

health, social care and 
research communities.

Our Vision:

A world where Spinal 
Muscular Atrophy is  
treatable and where  

everyone receives the  
support they need. 

Types of SMA:

SMA is often grouped into 
‘Types’ which are based on 
the age at which symptoms 

first appear and what 
physical ‘milestones’ a 
baby or child is likely to 
achieve. Milestones can 
include the ability to sit, 
stand or walk. There are 
four main Types of SMA, 

Type 1 is the most severe.

Our Strategy

Our Overarching Goals

To support our vision and mission 
we will:

• Develop effective partnerships 
and strategic alliances with other 
stakeholders and organisations  
so that our resources are used  
most effectively.

• Focus our information and support 
resources where we have unique 
knowledge and networks.

• Focus our support of the research 
community on enhancing 
communication between  
researchers, families  
and collaborative projects.

Information and Support 

Our information and support service  
is delivered to the whole of the UK by  
a small team of staff and a network  
of peer support volunteers. We will 
focus our resources where we have 
expertise and can make the most 
difference. We will:

• Continue to collate and distribute  
SMA-related care and support 
information which is up-to-date, 
accurate and reflects latest best 
practice and research. 

• Listen to, assist and empower all 
families and individuals affected  
by SMA who seek information  
and support. 

• Support young people and adults 
and work with organisations whose 
resources are more focused on 
helping and advising on the wider 
issues related to disability.

• Develop resources, raise awareness  
of SMA and give support to local 
health and social care professionals 
providing front line services. 

• Keep up-to-date and inform the SMA 
community of current consultations, 
campaigns and e-petitions. 

• Organise social activities that offer 
opportunities for new connections,  
support and the potential for  
others to re-connect.

Research

Our unique position of being connected 
directly with families, researchers 
and medical practitioners guides our 
research related activities. We will: 

• Provide updates on SMA-related 
research developments so that as  
many people as possible are aware  
of developments.  

• Support initiatives that strengthen 
the connections between 
families, researchers and medical 
practitioners, improve the 
management and treatment of the 
condition and advance progress 
towards major clinical drug trials. 

• Continue to develop our partnerships 
with MDUK, SMA Trust, SMA Europe 
and other organisations that are 
furthering research into SMA and 
ensure that our research funds are 
used most effectively to benefit the 
SMA Community.

• Connect with national and  
international groups.



Achievements & Performance

Support services
At any one time it is thought that 
there are between 2,000–2,500 
children and adults in the UK living 
with SMA. SMA Support UK is in 
contact with some 1,000 people 
living with the condition and their 
families and support networks.  
A further 500 bereaved families 
remain in contact.

Our Support Services are delivered  
to the whole of the UK by a small 
team of experienced and qualified 
professional staff and a network of 
carefully selected and trained peer 
support volunteers who have or are 
personally affected by the condition.  

New website launched!
In July 2014, we launched our new  
website to coincide with our change  
of name, www.smasupportuk.org.uk

We had 18,359 visitors to the site 
over the next nine months with more 
than 5,500 wanting to know about 
information and support and almost 
3,000 looking for information about 
SMA. Over 2,200 were looking for 
information about research.  

We also produced our bi-annual 
magazine ‘Inspirations’, which has a 
circulation list of almost 3,000, and  
sent out regular e-news bulletins  
about campaigns, consultations  
and events. 

Supporting families with 
newly diagnosed babies 
This year, just over 26% of our  
contacts were with families with a  
baby diagnosed with SMA Type 1  
or Spinal Muscular Atrophy with  
Respiratory Distress (SMARD)  
(See Appendix 1 Table 1).

If requested, outreach home visits  
quickly followed diagnosis. During 
visits, families can take all the time 
they need to ask questions about the 
condition and the future. 

The team sent out toy packs for  
29 babies. 

Small grants were given for 
equipment that cannot be provided 
by health funds, such as car seats. 

Local health, education and social  
care professionals (HESCPs) who  
may have limited or no previous 
experience of the effects of SMA  
are also contacted. 

Families who are bereaved are also 
supported by the team.

Information publications
This year we maintained our 
accreditation to the Information 
Standard. This is an NHS England 
programme for all organisations 
producing health and social 
care information for the public. 
The scheme ensures that the 
information an accredited 
organisation produces for the 
public is clear, accurate, balanced, 
evidence-based and up-to-date. 

We are grateful to our volunteer  
writers and reviewers who continued  
to help us to update our publications 
which can all be downloaded  
or ordered via our website,  
www.smasupportuk.org.uk/about-sma

“Just to inform you that A sadly  
died on Friday evening. I would  
like to take this opportunity to  

thank you for the car seat again;  
this enabled them to spend quality 
time with him during his short life. 
You have been very helpful and it is 

very much appreciated.”

Community Children’s Nurse

“Thank you so much for the toys  
you sent us. Our little boy was very  
bright and alert and loved to look  

at and feel things.” 

Bereaved mother of baby with SMA Type 1

“Arrived home this evening  
and my copy of Inspirations  

was waiting. Thought it looked 
fantastic and had some similar 

feedback from elsewhere.  
Great effort, well done to the  

whole team there!”

Father of teenager with SMA Type 3

“Thank you so much, you have been 
such a help to us, we can’t thank  

you enough.” 

Mother of baby with SMA Type 1

“Thank you very much for all of  
this! We are going through all the 
information and trying to digest 

everything. All a bit overwhelming  
at the moment, but this is super 

helpful and I really appreciate your 
time in sending this through. 

Thanks again.” 

Relative of little boy newly  
diagnosed with SMA Type 2
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They are often in contact again 
as their child grows and faces 
milestones, such as going to school, 
and challenges, such as spinal 

surgery. Just over 40% of all our 
contacts this year were from families 
with school age children and young 
people (see Appendix Table 2).

Almost 34% of all our contacts this  
year were from adults with SMA  
(see Appendix Table 2). 

 
 

Better treatment and care is leading 
to increased life expectancy but cuts 
are reducing funding for support and 
services which impacts on people’s 
quality of life. Increasing numbers of 
young people and adults living with  
SMA Type 2 and 3 need support and 
advocacy to ensure they receive the 
health and social care support they 
require. Support is often also needed  
at critical times of change, for  

Supporting adults,  
children, young people  
& their families
Families with a child with SMA  
Type 2 or 3 also make contact at  
the time of diagnosis.

“When I was working with  
families with SMA, I found  

everyone so helpful. You do an 
amazing job and the resources  

are always good.”

Healthcare Professional 
 for the SMA Type 2  

Route Map 

“Have been the go to charity in  
the years that our daughter has  
been diagnosed with SMA. Our 
lives would be a lot worse off 

without the great outreach team.“

Parent of 7 year old daughter  
with SMA Type 2

“Thanks again for all your help  
and for just listening and 
understanding. It’s meant  

a lot to both mum and me.”

Adult with SMA Type 2

“May I take this opportunity to  
thank you all so much for the 

enormous help you gave to my 
daughter and son-in-law when their 
son was newly diagnosed, guardian 
angels I think are the right words.”

Parent of child with SMA Type 3

“Thank you so much for your help 
and support. This has really made a  

difference and helped me feel 
more confident about being able to 
provide the family with support.”

Health Visitor working with  
mother of baby with SMA Type 1 example, leaving home for university, 

or when experiencing a deterioration 
in health and well-being due to the 
nature of the condition. 

We also support professionals  
working with families and adults.

Achievements & Performance continued...
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Our Peer Support Service
This year, this service was offered  
by 21 carefully selected and trained 
volunteers. They are people who  
either have the condition or have  
been affected by it. 

Our Peer Support Coordinator 
sends out questions from families 
or professionals to our volunteers.  
This is via a specially designed part  
of our website. Volunteers answer 
if they have the relevant experience 
and time. An example of how useful 
this can be was when we posted a 
question from a nurse asking us to 
support a case for a young person 
with SMA Type 2 to get a specialist 
bed. The evidence that came back 
from our peer support volunteers 
around the country helped to win 
the case and the young person got 
his bed.  

One to one contacts and 
relationships are also set up and 
many links continue over the years.

SMA Voices &  
awareness raising

People’s personal experiences can 
inspire and help others facing similar 
challenges. Further stories from  
young people, families and adults  
talking about how they manage 
their condition, overcome social and 
institutional barriers and achieve 
their ambitions were added to the 
SMA Voices page on our website. 
Some did so in writing, others on 
camera. These pages are at www.
smasupportuk.org.uk/sma-voices

We worked hard this year to try to  
raise general awareness of the 
impact of the different Types of SMA. 
We ended the year with a page in 
a national newspaper supplement 
drawing attention to the very active 
and successful lives of five people 
with SMA Type 2. The strong message 
was that, though the condition 
brings with it immense challenges 
for families and adults of managing 
health, obtaining equipment and 
getting around, improvements in care 
standards meant that the majority of 
people can, like them, lived long and 
productive lives.

“Just wanted to thank you for putting 
me in touch with your volunteer, 

she was so incredibly sensitive and 
supportive, I’m so grateful.”

Mother of baby with SMA Type 1

“Thanks very much for finding 
someone willing to talk to me.   

I’ve emailed your volunteer with 
some questions about Type 4 
diagnosis and what it’s like to 

live with it. I so appreciate your 
organisation’s willingness  

to help me.”

Adult undergoing diagnosis  
for Adult Onset
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Information &  
social events 
2014 was a national conference year  
(we try to run one every two years).  
The theme was ‘Day to day with 
SMA’ with workshops covering a 
wide range of topics from posture 
and mobility, to trusts and wills, 
to answering children’s questions 
about SMA. More than 90 adults 
and parents participated. Inspiring 
Young Adults also ran a programme 
for 13 teenagers and we provided 
professional day care for  
22 children. 

We also ran six Christmas parties  
in the regions at the end of 2014.  
These were attended by 246 adults  
and 103 children.

Achievements & Performance continued...

“Thank you all so very much for 
a fantastic day yesterday – we all 
thoroughly enjoyed ourselves.” 

Parent of a boy with SMA Type 2

“It was our first time and hope 
many to come. Our children had 
an epic time. Overall it has been 
inspiring seeing teenagers with 

SMA Type 2. Giving us hope for the 
future. We learnt a lot from other 
parents. Thank you SMA support 

UK for the great job.”

Parent of 2 year old with SMA Type 2

“A phenomenal conference today! 
Practical advice for living with and 
funding needs for those who live  
with SMA (parents, grandparents 

and siblings) as well as therapeutic 
and practical advice. The 2012 
conference was brilliant and I 

thought unsurpassable – today’s 
conference went beyond my 

expectations. And it was FUN!”

Grandmother of 3 year old  
with SMA Type 2

“I would like to say a big thank 
you for the wonderful (Midlands) 
Christmas party. I came with my  

18-month old grandson and 
family…We met some lovely 

families and we welcomed the 
opportunity to chat with them and 

see how they were coping. The 
children were a delight, charging 
about in their powered chairs and 

with such a great zest for life.”

 Grandmother of boy with SMA Type 2 

“It is hard to believe that even  
between the types each child with  

SMA is so different. It was very  
hard for us to understand that no 
one could tell us what was going 
to happen to our son, but now, by 

talking to other families in the 
same position, it does make sense. 
Attending your amazing Christmas 

parties and events and meeting 
other families is the best thing to 
help make sense of everything. 

Thank you so much.”
Parent of a boy with SMA Type 3 

Our thanks to all the  
following organisations  
for taking part:
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Research
We are a unique SMA organisation 
as we have direct contact with 
families, researchers and medical 
practitioners. Our research related 
activities are often directed at 
making links between them all. 

This year we again funded our  
Research Correspondent,  
Dr. James Sleigh. James keeps 
families informed about latest 
research findings with updates  
on our website  
www.smasupportuk.org.uk/research

We also continued to fund 
the UK SMA Patient Registry 
Coordinator. The Patient Registry 
is for any adults and children 
with SMA and a confirmed 
mutation in the SMN1 gene who 
live in the UK or Ireland and are 
interested in being considered 
for clinical trials. More details 
can be found at  
www.treat-nmd.org.uk/registry

We remained an active member 
of SMA Europe which strives to 
combine resources in Europe in 
order to fund the best research in 
SMA worldwide. We contributed 
towards these funds.

Partnerships
We worked with many organisations 
including The SMA Trust, MD UK,  
Contact a Family, Together for Short 
Lives and Genetic Alliance. 

Supporter of the month

January 2015 – After seeing people 
so frequently shave their hair for 
charity, Carl decided to stop close 
shaving his head and grow his hair 
for one whole year! Determined to 
help SMA Support UK in honour of 
his younger brother who has SMA, 
Carl raised a brilliant £1,597.08

February 2015 – Since 2004,  
a butty bar in the car park of  
Parfetts Cash and Carry in  
Liverpool have religiously  
displayed our collection tin  
and have raised a whopping 
£1,126.85 over the years.

March 2015 – Suzanne has shown 
incredible commitment to the 
organisation of our Northern 
Ireland social activities, helping 
us with our Christmas parties and 
forthcoming summer activities. 
Suzanne has SMA Type 2 and has 
also helped raise awareness by 
sharing her experiences of Spinal 
Muscular Atrophy.

Thank you
Our thanks to the many people 
and Trusts who supported us by 
raising and donating funds. Many 
supporters were families affected by 
SMA and their friendship groups. 

Our thanks to our volunteer  
Trustees who oversee our work,  
our Peer Support Volunteers and the 
volunteers who help us to organise 
social events, our peer and target 
audience reviewers who help us with 
our information publications and 
all the people who have contributed 
to SMA Voices and our Awareness 
Raising work. All give so much of 
their time.

And finally thank you to the people  
who use our services and who make 
what we do so worthwhile.
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Income

End result for income fiscal year 2014/15   £690,572 

End result for income fiscal year 2013/14  £600,219 

£4.24 was raised for every £1 spent on fundraising activities in 2014/15 

£4.08 was raised for every £1 spent on fundraising activities in 2013/14

A rise of 15% in income on the previous fiscal year

Income Streams Fiscal year 2014/15
(nearest £)

Fiscal year 2013/14
(nearest £)*

Increase/decrease on 
previous year %

Corporate 28,320 25,924 9

Trust 184,211 163,550 13

Lottery 51,791 106,671 -51

Community 194,077 191,168 1.5

Events 94,314 38,277 146

Gift Aid 28,368 17,119 66

Legacy 97,511 43,500 124

Merchandise 10,211 10,242 -

Interest 1,769 3,768 -53

TOTAL 690,572 600,219 15

Fiscal year 2014/15 (%)

Corporate 4%

Trust  27%

Lottery  8%

Community 28%

Legacy  14%

Gift Aid  4%

Events  14%

Merchandise  1%

*61,499 was reanalysed from community to events to ensure consistency with current year.

Interest  0%

Financial Overview
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Expenditure

End result for expenditure fiscal year 2014/15 £714,945 

End result for expenditure fiscal year 2013/14 £563,519 

A rise of 27% in expenditure on the previous fiscal year

Expenditure Fiscal year 
2014/15

Value in the 
Pound 2014/15 

(p)

Fiscal year 
2013/14

£

Value in the 
Pound 2013/14 

(p)

Increase/
decrease on 

previous  
fiscal year %

Provision of  
Support 421,775 59 338,261 60 25

Research 48,044 7 25,131 4 91

Fundraising 163,003 23 147,068 26 11

Rebranding 16,139 2 0 0 0

Managements/
overheads 65,984 9 53,059 10 24

TOTAL 714,945 100 563,519 100 27

Fiscal year 2014/15 (%)

Rebranding 2%

Fundraising 23%

Research 7%

Managements/overheads  9% Provision of Support 59%
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In 2014/15 we spent 66p in the pound on charitable activity 

In 2013/14 we spent 64p in the pound on charitable activity

A rise of 3% in charitable activity on the previous fiscal year

Of that charitable activity expenditure, we have spent the following on specific  
service provision:

Specific  
Service  
Expenditure

2014/15 
(£)

Value in the 
Pound 2014/15 

(p)

2013/14
£

Value in the 
Pound 2013/14 

(p)

Increase/
decrease on 

previous  
fiscal year %

Outreach 193,532 27 145,004 26 33

Peer Support 31,484 4 33,441 6 -6

Information  
Production 74,530 10 75,590 13 -1

Projects & 
Grants 100,838 14 59,273 11 70

Development 
Work 21,389 4 24,953 4 -14

Research 48,044 7 25,131 4 91

TOTAL 469,814 66p 363,592 64p

Future  
Developments
Our current strategy sets out our commitment 
and plans until April 2016. Priorities include:

• Information and Support Days for individuals 
and families affected by the different types of 
SMA as well as a national social get together

• Funding of a coordinator to work with 
international consultants to review and 
update the Standards of Care for SMA

• Clinical Care Research Correspondent

• Funding of an IT mentoring project

• Further round of Access Scholarships Awards

• Growth of the Equipment Fund

2014/15 (%)

Peer Support 7%Information Production 16%

Projects & Grants  21% Outreach 41%

Development Work 5%

Research  10%

Financial Overview continued...
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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 significant 
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 key risks affecting 
the charity in the course of the year 
and took appropriate action. 

Objectives & Activities
Objectives & Aims

As stated in its Memorandum and 
Articles of Association, Spinal  
Muscular Atrophy Support UK  
(formerly The Jennifer Trust for  
Spinal Muscular Atrophy) 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. 

Statement of Trustees 
Responsibilities
The Trustees who are also the directors 
of Spinal Muscular Atrophy Support UK 
(formerly The Jennifer Trust for Spinal 
Muscular Atrophy) 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 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 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 &  
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

S Cocker – resigned 27.9.14

H Rattue   

M Sereda – resigned 27.9.14 

D Mateer   

J Griffith   

N Ashby   

R Waltier   

K Brooks – resigned 1.4.14 

M Fenton – appointed 27.9.14 

Dr H Sobati – appointed 27.9.14

Company Secretary

D J Henderson

Auditors

Cooper Adams Ltd, Chartered 
Accountants & Statutory Auditors. 
12 Payton Street, Stratford upon Avon, 
Warwickshire CV37 6UA

Chair

J Griffith 

Patrons

J Snow
Professor Dubowitz

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 2015. The Trustees have adopted the provisions of the 
Statement of Recommended Practice (SORP) ‘Accounting and Reporting by Charities’ issued in March 2005. 
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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 £95,953. For the last six months of the year, 
unrestricted expenditure was £210,592. Unrestricted funds at 
the balance sheet date within targeted levels at £193,643.

Investment policy

During the year, the Charity disposed of all its Investments 
that were held in UK corporate bonds and UK listed equities. 
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

5 October 2015

and signed on its behalf by:

J Griffith – Trustee
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We have audited the financial 
statements of Spinal Muscular Atrophy 
Support UK for the year ended 31 March 
2015 on pages 18–27. The financial 
reporting framework that has been 
applied in their preparation is applicable 
law and the Financial Reporting 
Standard for Smaller Entities (effective 
April 2008) (United Kingdom Generally 
Accepted Accounting Practice applicable 
to Smaller Entities). 

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 page 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 2015 and of its incoming 
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 applicable to Smaller 
Entities; 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

5 October 2015

Auditor’s Report

Independent Auditor’s Report to the members and Trustees of SMA Support UK
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Treasurer’s Report

Last year, I reported that we had 
experienced our lowest income for five 
years. In contrast, 2014/15 saw our 
highest income figure for six years, at 
£691,000, a 15% increase on the prior 
year. This was partly driven by another 
incredibly generous legacy gift, but 
even adjusting for this, a number of 
other income streams increased.  
A key driver of this was the re-naming 
and re-branding of the Charity from 
The Jennifer Trust to SMA Support 
UK. This helped to drive increases in 
our income from the SMA Community 
(32% increase on the prior year) and 
from sponsored events (146% increase 
over the prior year). The incredible 
effort of the families and friends who 
raised over £290,000 (42% of our total 
income) through a huge variety of 
community and sporting events is a 
fantastic testament to the strength 
of the Community. It is inspiring and 
humbling to see the lengths people 
go to raise funds that might help 
others who find themselves affected 
by SMA. Income from other charitable 
trusts was also up by nearly 13% and 
accounted for over 25% of our total 
income. We are fortunate to have so 
many charitable trusts that support  
us with generous donations. 

Our biggest single donor in the past ten 
years has been the National Lottery, 
contributing around 15% of our income 
each year, which is used to partially 
fund our outreach team. 2014/15 was 
the last year of a five year grant from 
the Lottery. The management team at 
SMA Support put huge efforts into the 
application for a further grant 

and it was in November with great 
pleasure, and some relief, that we were 
successful in securing another grant 
worth around £500,000 over five years. 
Once again, it is specifically provided 
to fund our information and support 
the services team. This is a small 
but significant portion of our overall 
income each year and it is fantastic 
that we have been able to secure these 
funds for a further five years.

Our costs for the year were increased 
by 27% to nearly £715,000. Much of this 
increase came from the provision of 
our information and support services, 
which increased by £84,000 (25%) to 
£422,000, and research spending, which 
increased by 91% to £48,000. The key 
drivers for the increase in information 
and support services were our SMA 
Conference and the new Equipment 
Fund. Our two day conference is run 
every second year for any person or 
family who has been affected by SMA 
and gives an opportunity to hear about 
developments in research and care, and 
to meet other families. The Equipment 
Fund is a new initiative this year and we 
hope it will continue. Through this fund, 
we gave nearly £30,000 to help fund the 
purchase of essential equipment for 
those affected by SMA.

Over the 30 years since SMA Support 
UK was founded (as the Jennifer Trust), 
careful financial management has 
been an important pillar of running the 
charity. We have always recognised  
our responsibility to put every penny 
raised on behalf of the Charity to good 
use, whilst also ensuring the long-term 

sustainability of the organisation. Over 
that time, we have accumulated reserve 
funds which have provided a financial 
buffer during the years where income 
has been challenged. This year, we 
took the opportunity presented by a 
strong income base, the security of the 
Lottery Grant and our strong balance 
sheet, to increase our spending and 
as a result we ended the year with a 
deficit of £24,000. This was planned and 
expected, and it is likely to continue in 
2015/16 as we ensure that as much  
of our income and accumulated funds 
are used to benefit the SMA Community. 

The New Year, which is now nearly half 
way through, has seen a return to the 
tough environment for income that 
we have seen more often than not in 
recent years. We continue to closely 
monitor our income and match our 
spending accordingly.

As ever, my thanks go out to the 
management team at SMA Support 
UK for their hard work on helping to 
generate our hard earned income, and 
on carefully and thoughtfully spending 
it. I would also like to thank all those 
who raised funds, donated, granted, 
sponsored, purchased or volunteered 
for SMA Support UK this year. This 
charity is driven by and for the SMA 
Community and without that support,  
it would not have survived for 30 years.

Neil Ashby 
Treasurer

5 October 2015

It is my pleasure to provide an 
update on the finances of SMA 
Support UK, and this year they 
present a very positive picture. 
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Appendix
1. Statement of Financial Activities 
2. Statistics for 2014/15 – UK Only
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Financial Report

Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Statement of Financial Activities for the  
Year Ended 31 March 2015

Unrestricted 
Funds 

£

Restricted  
Funds

£

2015
Total Funds

£

2014
Total Funds

£
Notes

INCOMING RESOURCES

Incoming resources from  
generated funds

Voluntary income        2 451,910 193,866 645,776 547,907

Activities for generating funds 3 43,027 - 43,027 48,543

Investment income 4 1,769 - 1,769 3,769

Total incoming resources 496,706 193,866 690,572 600,219

RESOURCES EXPENDED

Costs of generating funds

Costs of generating voluntary 
income 5 170,559 8,583 179,142 147,068

Charitable activities 6

Provision of support 148,637 273,138 421,775 338,261

Governance costs 64,438 1,546 65,984 53,059

Pursuit of knowledge 8 38,710 9,334 48,044 25,131

Total resources expended 422,344 292,601 714,945 563,519

NET INCOMING/OUTGOING
RESOURCES

74,362 (98,735) (24,373) 36,700

Gains on investments - - - 4,619

Net income/(expenditure) 74,362 (98,735) (24,373) 41,319

RECONCILIATION OF FUNDS

Total funds brought forward 119,281 189,100 308,381 267,062 

Total funds carried forward 193,643 90,365 284,008 308,381
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Balance Sheet At 31 March 2015

Unrestricted 
Funds 

£

Restricted  
Funds

£

2015
Total Funds

£

2014
Total Funds

£
Notes

FIXED ASSETS

Tangible assets 13 36,039 - 36,039 42,353

CURRENT ASSETS

Stocks 8,044 - 8,044 5,748

Debtors 14 11,863 - 11,863 12,703

Cash at bank and in hand 152,902 92,746 245,648 263,991

172,809 92,746 265,555 282,442

CREDITORS

Amounts falling due  
within one year 15 (15,205) (2,381) (17,586) (16,414)

NET CURRENT ASSETS 157,604 90,365 247,969 266,028

TOTAL ASSETS LESS  
CURRENT LIABILITIES 193,643 90,365 284,008 308,381

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

FUNDS 17

Unrestricted funds:

General fund 193,643 119,281

Restricted funds:

Various - see note 19 90,365 189,100

TOTAL FUNDS 284,008 308,381

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 and with the Financial Reporting Standard for Smaller Entities  
(effective April 2008).

The financial statements were approved by the Board of Trustees on 5 October 2015 and were signed on its behalf by:  

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

J Griffith -Trustee        N Ashby -Trustee
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Notes to the Financial Statements 
for the Year Ended 31 March 2015

1. ACCOUNTING POLICIES

Accounting convention

The financial statements have been 
prepared under the historical cost 
convention, and in accordance with 
the Financial Reporting Standard 
for Smaller Entities (effective April 
2008), the Companies Act 2006 and 
the requirements of the Statement of 
Recommended Practice, Accounting 
and Reporting by Charities.

Incoming resources

All incoming resources are included  
on the Statement of Financial Activities 
when the charity is legally entitled to  
the income and the amount can be 
quantified with reasonable accuracy. 

Resources expended

Expenditure is accounted for on an 
accruals basis and has been classified 
under headings that aggregate all cost 
related to the category. 

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.

Improvements to property –  
20% on cost 

Office equipment –  
10–20% on cost 

Database –  
14.3% on cost

Computer equipment –  
25% on cost 

Stocks

Stocks are valued at the lower of 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. 

Hire purchase and leasing 
commitments

Assets obtained under hire purchase 
contracts or finance leases are 
capitalised in the Balance Sheet.  
Those held under hire purchase 
contracts are depreciated over their 
estimated useful lives. Those held 
under finance leases are depreciated 
over their estimated useful lives or the 
lease term, whichever is shorter.
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Notes to the Financial Statements – continued 
for the Year Ended 31 March 2015

2. VOLUNTARY INCOME 
2015 £ 2014 £

Donations and gifts 496,494 441,236

Legacies 97,511 -

Community Fund (BLF) 51,771 106,671

645,776 547,907

3. ACTIVITIES FOR GENERATING FUNDS

Events and promotions 32,816 38,302

Merchandise sales 10,211 10,241

43,027 48,543

4. INVESTMENT INCOME

UK equities - 3,716

Bank interest 1,769 53

1,769 3,769

5. COSTS OF GENERATING VOLUNTARY INCOME

Staff costs 83,676 77,590

Fundraising and publicity 70,517 50,545

Events and promotions 17,033 11,639

Cost of merchandise sales 7,916 7,294

179,142 147,068
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Notes to the Financial Statements – continued 
for the Year Ended 31 March 2015

6. CHARITABLE ACTIVITIES COSTS
2015 £ 2014 £

Staff costs 234,876 222,767

Contact volunteer network 196 304

Education and information services 15,188 870

Support staff and activities 67,392 57,523

Outreach project 41,095 14,167

Conferences 28,751 10

Welfare and equipment grants 13,350 13,331

Newsletter/magazine 10,956 10,588

Regional events/Christmas and summer parties 9,971 17,217

Route mapping - 1,484

421,775 338,261

7. SUPPORT COSTS

Staff costs 33,585 22,465

Professional fees and bank charges 9,427 9,471

Other costs 19,470 17,666

Committee expenses 1,442 1,992

Loss on disposal of tangible fixed assets 2,060 1,465

65,984 53,059

8. PURSUIT OF KNOWLEDGE

Medical research grants 12,772 5,000

Other research activities 35,272 20,131

48,044 25,131

9. NET INCOME/(OUTGOING) RESOURCES
Net resources are stated after charging/(crediting)

Depreciation – owned assets 13,537 12,598

Depreciation – assets on hire purchase contracts and finance leases - £374

Loss on disposal of tangible fixed assets 2,060 1,465

Audit fees 1,500 1,500
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Notes to the Financial Statements – continued 
for the Year Ended 31 March 2015

11. STAFF COSTS
2015 £ 2014 £

Wages and salaries 332,960 294,233

Social security costs 30,104 28,589

363,064 322,822

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

Management and administration 2 1

Direct charitable expenditure 7 6

Fundraising and publicity 3 3

12 10

No employees received emoluments in excess of £60,000 (2014:None). 

2015 £ 2014 £

SMA Europe 4,904 5,000

12. GRANTS PAYABLE

Grants are made by the Charity to aid with the Charity’s objectives and aims, as set 
out in the Report of the Trustees, and in particular the promotion of research into 
the causes and treatment of Spinal Muscular Atrophy.

During the year the following research grants were made to institutions:

10. TRUSTEES’ REMUNERATION AND BENEFITS

Trustees’ expenses

Expenses totalling £710 (2014: £2,321) were reimbursed to 2 (2014: 2) trustees in 
respect of travel and subsistence for committee meetings and fundraising activities 
during the year. Payments in respect of trustee indemnity insurance amounted to 
£785 (2014: £919).

There was no trustees’ remuneration or other benefits for the year ended 31 March 
2015 nor for the year ended 31 March 2014.
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w 

Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Notes to the Financial Statements – continued 
for the Year Ended 31 March 2015

13. TANGIBLE FIXED ASSETS

Improvements 
to property £

Office  
equipment £ Database Computer  

equipment Totals

Costs

At 1 April 2014 19,611 15,613 31,312 17,132 83,668

Additions - 2,244 - 6,915 9,159

Disposals - (5,870) - (6,396) (12,266)

At 31 March 2015 19,611 11,987 31,312 17,651 80,561

Depreciation

At 1 April 2014 13,144 8,292 6,710 13,169 41,315

Charge for year 3,921 1,181 4,473 3,838 13,413

Eliminated on disposal - (3,810) - (6,396) (10,206)

At 31 March 2015 17,065 5,663 11,183 10,611 44,522

Net Book Value

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

At 31 March 2014 6,467 7,321 24,602 3,963 42,353

14. DEBTORS: AMOUNTS FALLING DUE WITHIN ONE YEAR

2015 £ 2014 £

Prepayments 11,863 12,703

15. CREDITORS: AMOUNTS FALLING DUE WITHIN ONE YEAR

Social security and other taxes 9,350 7,284

Other creditors 4,228 3,979

Accrued expenses 4,008 5,151

17,586 16,414
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Notes to the Financial Statements – continued 
for the Year Ended 31 March 2015

16. OPERATING LEASE COMMITMENTS

The following operating lease payments are committed to be paid within one year: 

2015 £ 2014 £

Expiring: 

Less than one year 27,036 -

Between one and five years 5,987 29,436

17. MOVEMENT IN FUNDS

Statement of funds

Balance b/f  at 
1.4.14 

£

Incoming  
Resources

£

Resources 
Expended

£

Balance c/f  at 
31.3.15

£

Unrestricted funds

General funds 119,281 496,706 (422,344) 193,643

Restricted funds

Outreach Services -  
Other Non Lottery 30% - 1,500 109 1,609

Outreach Services -  
Big Lottery Funding 70% - 51,771 (40,379) 11,392

Christmas Parties 40,000 (10,000) 30,000

Volunteering 6,589 23,100 (15,107) 14,582

Toy Packs 13,521 1,140 (4,920) 9,741

Equipment Grants 12,000 9,553 (20,793) 760

Support Services Assistant - 12,500 (5,953) 6,547

Information & Support Post FT 41,727 20,000 (45,993) 15,734

Information & Support Post PT 6,500 - (6,500) -

Patient Registry Coordinator - 3,000 (3,000) -

Website Development - 9,500 (9,500) -

Research & General Correspondent 16 6,400 (6,416) -

Flexible Response Grants 7,285 - (7,285) -

Routemap Project 4,642 200 (4,842) -

Outreach Project 96,095 12,000 (108,095) -

Sharon Noble 725 202 (927) -

Wood Fund - 3,000 (3,000) -

Total Restricted Funds 189,100 193,866 (292,601) 90,365

Total funds 308,381 690,572 (714,945) 284,008
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Notes to the Financial Statements – continued 
for the Year Ended 31 March 2015

17. MOVEMENT IN FUNDS – continued

Analysis of net assets between funds

Unrestricted funds Restricted funds Totals

Fund balances at 31 March 2015 are 
represented by:

Tangible fixed assets 36,039 - 36,039

Stock 8,044 - 8,044

Debtors 11,863 - 11,863

Bank and cash 152,902 92,746 245,648

Current liabilities (15,205) (2,381) (17,586)

Total net assets 193,643 90,365 284,008

Big Lottery Funding (BLF) – Outreach Project

BLF are the main funding source for the Outreach Project. The income and 
expenditure relating to BLF is included in the figures for ‘Outreach Project’ above.  
These amounts for the year are:

Outreach Services – Other non Lottery 30% 

We offer families a free personalised confidential phone, email 
and visiting service covering information about the condition, 
emotional support, practical advice and guidance. We support 
people to access the services, financial support, equipment 
and adaptations they need and work closely with local 
professionals. 30% of this service will be made up of donations 
from Trusts and Community donations. 

Outreach Services – Big Lottery Funding 70%

We offer families a free personalised confidential phone, 
email and visiting service covering information about the 
condition, emotional support, practical advice and guidance. 
We support people to access the services, financial support, 
equipment and adaptations they need and work closely with 
local professionals. 70% of this service has been supported by 
the Big Lottery Fund. 

Christmas Parties

The parties attract adults and children with all types of 
SMA as well as family members. The Christmas Parties 
act as a valuable service as they provide a way for families 
and individuals to seek practical and emotional support, 
something that is crucial for a rare condition like Spinal 
Muscular Atrophy.  

Volunteering

Although no two people with SMA are the same, our 
members tell us that contact with others who understand 
the emotional and physical impact of receiving a diagnosis 
of SMA or SMARD1 can be very helpful. That’s why our 
nationwide team of Peer Support Volunteers is available to 
support others by telephone and by Email. Each of the Peer 
Support Volunteers are affected by SMA in some way, be it 
themselves or a family member.

Balance b/f  at 
1.4.14 

£

Incoming  
Resources

£

Resources 
Expended

£

Balance c/f  at 
31.3.15

£

Outreach Project (BLF) 96,095 65,271 (148,365) 13,001
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Toy Packs

This service provides specialist sensory toys for babies with 
Type I SMA. Their muscles are so weak that they are unable to 
lift their heads, have difficulty rolling over and are unable to 
sit unsupported. Their brains are unaffected and many babies 
are bright, alert and responsive. They need stimulating with 
toys and games like any other baby would, however, these toys 
need to be light or operate themselves.

Equipment Grants

This fund was set up to help provide equipment to meet the 
needs of children, young people and adults affected by all 
forms of SMA. The scheme funds those items that are not 
covered by Statutory Health Services.

Support Services Assistant

This is a front line staff member and an essential role to 
maintain our service delivery. This post has responsibility 
to deliver our key services to newly diagnosed families and 
children with SMA.

Information & Support Post PT & FT

This fund was set up to help fund an Information & Support 
Co-ordinator who is responsible for: production of our health 
and social care information; ensuring that it meets with The 
Information Standard (IS) requirements and that we maintain 
our IS accreditation; providing email, and phone information 
and support as requested.

Patient Registry Co-ordinator

The Patient Registry provides the all-important link between 
the clinical and research community and patients with the 
condition. For many of our families and individuals, being 
part of the Patient Registry gives hope and allows them to 
gain more information about their condition and best practice 
standards of care. Spinal Muscular Atrophy Support UK funds 
and supports the patient registry as we believe that families 
and individuals should all have these opportunities. 

Website Development

The website is constantly updated and upgraded and this fund 
is set up to cover the costs of this on-going work.

Research & General Correspondent

This fund covers any of our research specific expenditure and 
our research projects which are as follows:

Research Correspondent: The role involves representing 
SMA Support UK at major national and international 
neuromuscular research conferences throughout the year 
and producing written articles and website reports in order to 
update the SMA Community regarding research developments. 

UK SMA Patient Registry: This project collects information 
about people in the UK living with Spinal Muscular Atrophy. 
The aims of the registry are to make it easier to find patients 
who might be eligible for clinical trials, to learn more about 
the disease and the way it progresses, and to give feedback to 
registered participants about on-going research and trials.

Flexible Response

This fund enables us to provide a swift response to an urgent 
need. Grants are typically small and usually no more than a 
few hundred pounds.

Routemap Project

Route Maps are a comprehensive resource for use by 
individuals, parents, families and healthcare professionals. 
They have the potential to play a key role in personalised care 
planning for people with SMA. By providing people affected by 
SMA, and their carers with in-depth and accessible knowledge 
of their condition and the services available to them, we aim to 
empower them to ensure they receive the highest standard of 
care possible. 

Outreach Project

2010–2014 Reaching Communities Lottery Fund. The Outreach 
Service is one of the main sources of support for families 
affected by all types of SMA.

Sharon Noble

A joint family fundraiser to raise the profile of Spinal Muscular 
Atrophy Support UK.

Wood Fund

This fund was set up to reinvest funds received from the sale 
of a piece of woodland in Kent into a new woodland project in 
Warwickshire. This has now been completed in partnership 
with the Heart of England woodland project.
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Detailed statement of financial activities for the year ended 31 March 2015

INCOMING RESOURCES
2015 £ 2014 £

Voluntary income

Donations and gifts 496,494 441,236

Legacies 97,511 -

Community Fund (BLF) 51,771 106,671

645,776 547,907

Activities for generating funds

Events and promotions 32,816 38,302

Merchandise sales 10,211 10,241

43,027 48,543

Investment income

UK equities - 3,716

Bank interest 1,769 53

1,769 3,769

Total incoming resources 690,572 600,219

RESOURCES EXPENDED

Costs of generating voluntary income

Wages 83,676 77,590

Fundraising and publicity 70,517 50,545

Events and promotions 17,033 11,639

Cost of merchandise sales 7,916 7,294

179,142 147,068

Charitable activities

Wages 234,876 222,767

Contact volunteer network 196 304

Education and information services 15,188 870

Support staff and activities 67,392 57,523

Outreach project 41,095 14,167

Conferences 28,751 10

Welfare and equipment grants 13,350 13,331

Newsletter/magazine 10,956 10,588

Regional events/Christmas and summer parties 9,971 17,217

Route mapping - 1,484

421,775 338,261
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Spinal Muscular Atrophy Support UK
(Formerly The Jennifer Trust for Spinal Muscular Atrophy)

Detailed statement of financial activities for the year ended 31 March 2015

2015 £ 2014 £
Pursuit of knowledge

Medical research grants 12,772 5,000

Other research activities 35,272 20,131

48,044 25,131

Management &  
Administration Management

Wages 33,585 22,465

Professional fees and bank charges 9,427 9,471

Other costs 19,470 17,666

Committee expenses 1,442 1,992

Loss on disposal of tangible fixed assets 2,060 1,465

65,984 53,059

Total resources expended 714,945 563,519

Net (expenditure)/income before  
gains and losses (24,373) 36,700

Realised recognised gains and losses

Gains on investments - 4,619

Net (expenditure)/income (24,373) 41,319
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Appendix – Statistics for 2014/15 – UK Only

Table 1. Type of SMA of the child/adult  
in contact for information and support 

The numbers refer to the actual child or adult with SMA.  
For most we have contact with others in the family and the  
professionals supporting them.

SMA Type Numbers %

New Returning Total

Type 1 23 43
71 24.4

Type 1/2 2 3

Type 2 17 106

181 62.2Type 2/3 2 1

Type 3 9 46

Adult Onset 0 7 7 2.4

SMA Other 0 9 9
5.85

SMA Type Unknown 6 2 8

SMARD 2 3 5 1.7

Condition Unconfirmed 3 6 9
3.45

Not SMA 1 0 1

Total 65 226 291

**includes children of 40 families who are now bereaved 

Type 2, 2/3, 3 181

Type 1, 1/2 71

Not SMA  1

Adult Onset  7

SMA other  9

SMA Type Unknown 8

SMARD   5

Condition Unconfirmed 9



SMA Support UK Annual Report & Account 2015 | 31

Table 2. Age of the child/adult with  
SMA in contact for information and support 

The numbers refer to the actual child or adult with SMA. For most we have 
contact with others in the family and the professionals supporting them.

Excludes bereaved families

Age in Years Numbers %

New Returning Total

0 – 4 32 26 58 23.1

5 – 9 5 36

102 40.6
Children Age Unknown 3 10

10 – 14 3 25

15 – 19 4 16

20 – 24 1 12

85 33.9

25 – 34 0 12

35 – 44 3 11

45 – 54 0 10

55 – 64 2 6

65+ 1 5

Adults Age Unknown 6 16

Age Unknown 0 6 6 2.4

Total 60 191 251

Age 5 - 19 40.6

Age 0 - 4  23.1
Age 20–65 
Adults Age Unknown 33.9

Age Unknown 2.4
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