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Welcome to the Spring Edition 
of Inspirations!
We are pleased to report that in 2015 our contact with  
and support of people with SMA increased. This was via  
our Outreach and Peer Support Services, Research  
Correspondent posts, our Adult Insight Group and our 
awareness and fundraising activities. We were also able to 
offer Equipment Grants and Tertiary Education Scholarship 
Awards as well as fund the Patient Registry Curator post and 
the preparatory work to this year’s all important international 
review of the Standards of Care for SMA. Thanks to you all for 
your fundraising and donations that made this possible.  

As for many small to medium charities, 2015 has been  
a tough year for us in terms of raising new income. Please look 
out on our social media pages for our ’30 years on’ campaign  
and help us by raising £30 or more in any way you can.  
https://fundraiseforsma.everydayhero.com/uk/30-years-on  
If every household donated £30 this would equate to a 
staggering £90,000 by this time next year which would be a 
massive boost to the future  
of the charity.

We need your support so that 
we can maintain our services 
and activities within the SMA 
community in 2016.

Thank you.

Doug Henderson,
Managing Director

Last Chance to Book 

Come along to our Information and 
Support Day for anyone affected 
by SMA Type 2 or 3 and interested 
professionals on Saturday April 2nd 
2016: www.smasupportuk.org.uk/
those-affected-by-sma-types-2-
or-3-and-professionals This day 
may also be of interest to those affected by other forms of SMA.

Join us at our National Social Fun Day on Sunday April 3rd. 
Open to all: www.smasupportuk.org.uk/social-events-2016 
Both events are at Ettington Chase Hotel, Stratford-upon-Avon 
CV37 7NZ.
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Thank you to everyone who responded to our consultation on the 
possibility of holding an information and support day for families 
affected by SMA Type 1. We are currently considering some ideas 
about what we could offer. We will keep you informed via mail outs 
and our monthly E-news – please sign up if you want to be sure to 
keep up to date: www.smasupportuk.org.uk/sign-up-for-e-news

SMA Type 1 Information and Support Day

We have saved June 11th as a day for people affected 
by Adult Onset SMA to meet up, but we need enough 
people for this to go ahead. An alternative is to set up a 
Facebook group for people to talk together online. Please 
make contact by March 4th if either option is of interest 
to you. Email ellen.cooper@smasupportuk.org.uk

Adult Onset SMA Information and Support Day

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. 

Bookings for 

both events 

close on Friday 

February 19th

Our Clinical Care 
Correspondent Dr Alex Murphy, 
joins international experts at 
the European Neuro Muscular 
Centre (ENMC) two day 
symposium this month. Their 
review will include considering 
the results of a detailed survey 
of people’s experiences of 
care carried out by the UK 
SMA Patient Registry. SMA 
Support UK has funded much 
of the preliminary work for the 
symposium and will be involved 
in the follow-up to produce a 
new family friendly version of 
the updated Standards of Care. 

Review of International Standards of Care for SMA

This annual worldwide event is 
organised to raise awareness 
about rare diseases and 
the impact that they have 
on people’s lives. Dr James 
Sleigh, our Scientific Research 
Correspondent will again be 
talking about SMA to school 
and sixth form college students 
at Royal Holloway’s annual 
Rare Disease Day event, 
hosted by SMA researcher 
Dr. Rafael J. Yáñez-Muñoz:  
www.royalholloway.ac.uk/
rarediseaseday

Rare Diseases Day 29th February 2016
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WHAT’S ON 2016  
Fancy taking on a challenge for 2016? 
We have a variety of ways you can get 
involved, raise funds and awareness for 
SMA Support UK. Here is a selection of 
the challenges we have on offer in 2016:

BRIGHTON MARATHON 
– SUNDAY 17TH APRIL 2016
Support and fundraise for SMA Support 
UK by taking part in the Brighton 
Marathon; one of the UK’s favourite 
26.2 milers.

BRITISH LONDON 10K 
– SUNDAY 10TH JULY 2016
Join our team for the British 10k 
London run, introducing a brand 
new route for 2016 passing some of 
London’s famous landmarks.

BIG FUN RUN 
– VARIOUS DATES AND LOCATIONS 
THROUGHOUT THE UK IN 2016
The Big Fun Run is a series of 5k 
untimed runs staged within scenic 
settings throughout the UK from July to 
October 2016. There are 18 locations to 
choose from. All you need to do is find 
the one closest to you!

GREAT NORTH RUN 
– SUNDAY 11TH SEPTEMBER 2016
Join us for the greatest half marathon 
in the UK. Starting in Newcastle-upon-
Tyne, the 13.1 mile course is lined with 
supporters all the way from the iconic 
Tyne Bridge, right out towards the coast 
in South Shields.

SANTA RUN 
– DECEMBER 2016 
(DATE TO BE CONFIRMED)
Santa Run is back so get ready to don 
your Santa suit with friends, family or 
colleagues and run or stroll around 
Victoria Park, London, to raise funds for 
SMA Support UK.

For more information or to see more 
challenges we have on offer, please 
visit www.smasupportuk.org.uk/join-
an-event or contact the fundraising 
team by phone: 01789 267520 or email: 
fundraising@smasupportuk.org.uk

Diet, Exercise and SMA 

Dr Alex Murphy, our Clinical Care 
Research Correspondent, has been 
looking at studies from the past 
three years which investigated the 
effects of exercise on individuals 
with SMA. He also highlights 
research that has looked into 
nutrition and SMA over the past 
three years. To read the articles, 
please go to www.smasupportuk.
org.uk/clinical-care 

Screening 
Consultation Results 

Dr Felicity Boardman, a Health 
Sciences Researcher from 
Warwick Medical School, 
interviewed families and sent 
out a survey (September 2014 – 
June 2015), which many of you 
completed, to explore attitudes 
towards genetic screening for 
SMA. This article sets out her key 
findings and explains how they 
could be used in policy consultations on screening for SMA: 
www.smasupportuk.org.uk/other-sma-related-research

FeaturesWhat’s Been Happening?Fundraising 
events 

Christmas Raffle 2015

Congratulations to Ms Stanislawa the winner of this year’s top prize of £1,000!  
Mr Spear was in second place winning an iPad and in third place Ms Beeby who won 
holiday vouchers. Thank you to everyone who bought tickets. The £2,899 raised will 
help to fund our support services.

Christmas Jumper Day for SMA

A huge thank you to everyone who took part in 
Christmas Jumper Day for SMA, we hope you all 
enjoyed yourselves. Thank you to those who shared 
your photos with us, you all looked fabulously 
festive whilst raising funds and awareness of SMA. 
You raised a fantastic £4,500.

Adult Insight Group

Martyn Sibley is our link with this group 
of people who have been affected by SMA 
since childhood. They regularly meet via 
Facebook. They provide an invaluable 
sounding board and pass on new ideas to 
SMA Support UK. Some members will be 
meeting up at the Information and Support 
Day on April 2nd. If you would like to join 
the group please get in touch:  
martyn@martynsibley.com

Share Your Experience and Support Others 

We’re aware that many of 
you are keen to do this but 
may not be in a position to 
become one of our Peer 
Support Volunteers. We 
are therefore developing 
an additional ‘Go to’ list 
of people willing to share 
a whole range of tips or 
experiences. We’ll email out 
questions as they arise and, if it’s something you know about, you 
will have the option of replying. We’ll share replies directly with 
people making the enquiries as well as through our Route Maps 
and information sheets.

If you have SMA yourself, if you’re a parent, grandparent  
or a relative of someone affected by any type of SMA  
and you’re interested in helping, then please email: 
peersupport@smasupportuk.org.uk to find out more.
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Thank you
A huge thank you to all of our fundraisers over the last few 
months, we are incredibly grateful for your support and 
generosity. We have now introduced a new section on the website 
to thank all of the wonderful people who have committed to 
donate regularly to support our work. You can visit the page 
here: www.smasupportuk.org.uk/donate-regularly 

Thank you to all of the people who took part in the 2015 
Santa Run with Rute, Caspar, Rufus, Felica and Flavio 
raising an amazing £945.07 and Lee Gearing raising a 
fantastic £440.00. We are incredibly grateful for your 
support and we hope you enjoyed some festive fun.

A huge thank you to Beth and Jon Cook for taking part in the 
Men’s Health Survival of the Fittest in memory of Martha. They 
both took on the 10km challenge and raised a huge £1,209.19.

A massive thank you to all of the people who took part in the 
Big Fun Run Series in 2015. Natalie, Tommy, Maria, Kerri and 
Karen. Collectively they raised a staggering total of £1,731.18.

We would like to thank the Business Students at Stratford-upon-
Avon College who organised a wonderful evening at Cox’s Yard, 
which was a great success and raised a brilliant £501.48.

Thank you to Emily Desborough who raised a grand total 
of £632.84 at her Coffee and Cake event, where some were 
also treated to a massage by Emily and her colleagues.

Jo Meehan kindly held a coffee morning with some 
delicious cakes which raised over £250, thank you Jo.

We would also like to say a huge thank you to Ally Allen 
who organised an SMA Festive Coffee and Cake Day with 
Extra Sparkle and raised a great total of £317.93.

We are grateful for the support of The Antiques Shop and 
the whole of Yew Tree Farm Shopping Village who invited 
us to join in with their Christmas Spectacular this year. 

We were lucky enough to be one of Bury St. Edmunds 
County Upper School’s nominated charities for their 
annual charity week. They donated an amazing £2,500.

Coffee and Cake Day

In 2015, Coffee and Cake days held by our 
supporters across the country raised £5,132.18. 

This provided a tremendous funding boost for our 
services. Join our community of fundraisers this 
year and bring people you know together over a 
cup of coffee and a piece of cake and at the same 
time raise awareness and funds for families and 
individuals affected by Spinal Muscular Atrophy: 
www.smasupportuk.org.uk/coffee-and-cake-day

Christmas Parties 2015

This year 376, (a record number) 
children, young people, parents and 
other adults came along to one of 
our six Christmas Parties that took 
place across the country. 

We were so pleased that we actually made it 
to the party this year. Our son had the most 

wonderful time and thoroughly enjoyed meeting 
other children with SMA who could speed 

around in their wheelchairs like him! We really 
hoped that he would get a chance to meet some 
other children in his position and that is exactly 
what happened. We also got the chance to meet 
some lovely parents who completely understand 

what it is like to have a child with SMA.
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UK SMA PATIENT REGISTRY –  
our funding ensures researchers,  
medical practitioners, pharmaceutical 
companies and families can work 
together, particularly where there are clinical drug trials. 

RESEARCH UPDATES AND NEWS – our Research Correspondents 
keep families and the wider SMA community up to date with the 
latest news and developments. 

RESEARCH PROJECTS – we support the research community in its 
widest sense, responding to new initiatives and opportunities in what 
is a rapidly changing environment. 

For more information see our website or contact the office.

You Can Make a Difference Today
Your generosity is the reason why we  
can continue supporting individuals  
and families affected by SMA and  
raise awareness of the condition. 

BACS Transfer
Account: Spinal Muscular Atrophy Support UK  
Bank: Barclays 

Sort code: 20-48-08 
Account number: 00524514

Please include a reference with your 
donation, for example your name.

Cheques
Please make cheques payable to:  
SMA Support UK and send to our office:  
SMA Support UK, 40 Cygnet Court,  
Timothy’s Bridge Road, Stratford-upon-Avon, 
Warwickshire, CV37 9NW. 

We will contact you to process your donation or please call the office on 01789 267 520.

Boost your donation by 25p of Gift Aid for every £1 you donate.

I am a UK taxpayer and understand that if I pay less Income Tax 
and/or Capital Gains Tax than the amount of Gift Aid claimed 

on all my donations in that tax year it is my responsibility to pay any 
difference. I want to Gift Aid my donation of £ .................................
and any donations I make in the future or have made in the past 4 
years to SMA Support UK. Please notify us if you:

• want to cancel this declaration 

• change your name or home address 

• no longer pay sufficient tax on your income and/or capital gains 

If you pay Income Tax at the higher or additional rate and want to 
receive the additional tax relief due to you, you must include all 
your Gift Aid donations on your Self-Assessment tax return or ask 
HM Revenue and Customs to adjust your tax code.

Text
‘SMAS01 £5’ to  

70070 to donate £5. 

‘SMAS01 £10’  
to 70070 to  
donate £10.
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Information and Support

www.smasupportuk.org.uk/information-support
Our small, experienced and professional support services team 
offers emotional support, practical advice and guidance to anyone 
affected by any form of SMA. 

OUTREACH SERVICES – we offer individuals and families 
personalised support and information on all aspects of SMA.  
This may be by phone, email or a home visit. 

PEER SUPPORT – our nationwide network of volunteers all have 
direct experience of living with SMA and are available to support others.

INFORMATION – we are accredited to The Information Standard  
and publish a wide range of information on many aspects of SMA.  
We can also signpost to other sources of advice. 

CAMPAIGN AND CONSULTATIONS – we keep you up to date with 
ones that may be of interest.

MULTI-SENSORY TOY PACKS – provide play opportunities for 
families with babies newly diagnosed with SMA Type 1 and SMARD 
and are sent out as soon as we receive a request. 

SOCIAL ACTIVITIES – we organise events throughout the UK, giving 
families and individuals an opportunity to meet informally and enjoy 
time with each other. 

Research

www.smasupportuk.org.uk/research
We draw on our unique position of being connected with both 
families and researchers and work collaboratively with other 
organisations that are furthering research into SMA. 

About SMA Support UK…

I would like to donate:

 £
Yes, I would like to support 
people affected by SMA and 
make a difference today. 

Equipment Exchange

Have you got any equipment that you no longer use? Would 
you like it to go to someone else rather than cluttering up your 
house? Or is there something you are looking for that someone 
might have? Why don’t you advertise on our website equipment 
‘wanted’ and ‘offered’ pages. We will let people know by 
Facebook, Twitter and E-news when a new advert goes up.

www.smasupportuk.org.uk/equipment-funding-and-recycling

NAME ................................................................FULL HOME ADDRESS ...........................................................................  

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

..........................................................................TELEPHONE ...........................................................................................  

SIGNED ..........................................................................................................DATE .........................................................

Photos Wanted
Help inspire people. Please 

email office@smasupportuk.
org.uk with your photos of 

children, young people or adults 
with SMA getting involved in 

sport and other activities. This 
is for our information sheet: 
www.smasupportuk.org.uk/
leisure-activities-for-older-
children-and-young-people-

with-sma
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