
What’s Coming Up?

Inspirations
SUMMER 2016

We wish we could do more…
There is no doubt that both our April Information and Support 
Day for those affected by SMA Type 2 or 3 and our National 
Fun Day for everyone were a great success. Whilst we love 
to organise these events it takes a very sizeable budget. We 
must also be sure to plan our timetable of events in a way 
that recognises that SMA varies greatly in its effects and that 
different groups will be interested in different opportunities.

It is becoming much more challenging to secure funding  
to maintain our current level of services. We work tirelessly 
to keep our overheads and fundraising expenditure down, 
spending as much as we can on direct support for the  
SMA Community.

One current focus is to approach businesses using brand new 
campaign materials centred on people’s experiences of using 
our services. Why not join our team of corporate fundraising 
volunteers, using our materials to raise funds from your 
personal business contacts. If this doesn’t 
appeal, please donate or ask us to help 
with your fundraising ideas so that 
we can keep on helping the SMA 
Community. Contact us on 
fundraising@smasupportuk.
org.uk if you want to help or 
to get involved.

Doug Henderson,
Managing Director

SMA Type 2 and Me 
 

Explaining something like SMA and why it happens is quite 
difficult. This new book is aimed at children aged 8 to 12 years 
old but it can also be read to a younger child, be used in schools 
or when explaining SMA  
to friends.

Each family affected by SMA 
Type 2 may request a free copy 
by phoning 01789 267520 or 
emailing supportservices@
smasupportuk.org.uk 
Further copies of the book can 
be purchased from our shop: 
www.smasupportuk.org.uk/
merchandise

If you are a professional who 
would like a copy, please 
contact the support services 
team as above.
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Our Mission
We are an established charity 
that supports and empowers 

anyone affected by Spinal 
Muscular Atrophy. We are 

advocates for better services, 
raise public awareness  

and fund research  
related initiatives.

The majority of those replying 
were keen to have an Information 
Day about research. We would like 
to run a Research Update Day in 
April 2017 which would be open to 
anyone affected by any form of SMA. Our ability to do this  
will very much depend on our funds. We will keep you posted.

A further response to the survey results is our plan to develop 
an ‘After Bereavement’ web-based resource that will include 
information written by and for parents about what has helped 
them. It will complement the other information we already 
have available on facing bereavement and sources of support. 
If you would like to contribute towards this please contact 
supportservices@smasupportuk.org.uk

Response to survey of  
families affected  
by SMA Type 1

Not enough people can get to the day we were planning in  
June so we are now looking at other options for putting people  
in touch with each other. If you are interested please contact  
ellen.cooper@smasupportuk.org.uk

Adult Onset Information and Support Day

We are asking clasSMAtes to 
donate £1 to SMA Support UK 
and put on odd shoes, wacky 
shoes, crazy laces, odd socks 
or even customise their shoes 
with a bit of decoration.

If you know a school that might 
like to take part or would like 
more information, please 
contact annabel.toleman@
smasupportuk.org.uk

Shoesday 12th July!

Save the  
date

SMA Awareness Week 

Saturday 24th September  

to Saturday 1st  

October 2016. 

SMA Awareness Week

24th September – 1st October 2016

12th July
Shoesday
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COFFEE AND CAKE DAY
In 2015, Coffee and Cake days held 
by our supporters across the country 
raised £5,132.18! Join our community 
of fundraisers this 
year and bring 
people you 
know together 
in your 
home, place 
of work or 
perhaps your 
child’s nursery 
school and at 
the same time raise 
awareness and funds. Request your 
free fundraising pack online:  
www.smasupportuk.org.uk/
coffee-and-cake-day or contact the 
fundraising team for more information. 

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 RUNS 
– 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.

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

What’s Been Happening?Fundraising 
Events 

‘Talking Together’ Information and Support Day  
for those affected by SMA Type 2 or Type 3  
(Saturday 2nd April 2016) 

The day was fully booked and Ettington Chase Hotel 
was positively buzzing. 54 children, young people and 
adults with SMA attended along with 118 parents, 
grandparents, siblings, partners, other family  
members and PAs. Aidis Trust, Ask Jules,  
DragonMobility, MDUK, Remap, SMART Wheelchairs, 
The SMA Trust, our Research Correspondents and our 
Information Service all ran stalls and were more than 
happy to answer any questions.

Thanks to Children in Need’s funding we were able to call on 
Nipperbout to provide excellent childcare while 11 – 18 year olds took part in  
CREATE’s film making workshop or chose to talk and share experiences in their  
own space. 

Everyone else took part in one of the ‘talking together’ workshops that ran 
throughout the day. For the last session we gathered together for report backs and  
a brief overview of what is happening in research. 

The workshops were very much about 
sharing tips, experiences and advice 
which we have tried to capture in the 
workshop write ups that you will find 
on our website at www.smasupportuk.
org.uk/information-support-day-2016

Our thanks to the workshop 
facilitators and volunteers who 
made the day so successful and to 
Ettington Chase Hotel for managing 
the challenge of such huge numbers 
so readily.

Coffee
Cake Day

FOR SMA SUPPORT UK

“The day was amazing – 
sharing worries. Finding 
strength and solutions. 
Making new friends.”

Saturday night ….. 

After a day of workshops, evening entertainment was available for all age groups. 
We had a full house at the pyjama party with the kids enjoying Hotel Transylvania 2 
and ice cream. The Selfie Pod attracted a lot of people; thank you for the interesting 
poses! We also had accessible transport available for a night out in Stratford-upon-
Avon for the adults and a thoroughly good time was had by all. 

“I had so much fun and spoke to loads  
of really interesting people!”

 &
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Make sure your experience  
informs the new International 
Standards of Care 

In 2007 an International Standards of Care 
Consensus was reached for children, young  
people and adults with SMA. This was published 
and has been available to medical teams and people 
affected by SMA and their families since then. 

In February this year clinical researchers and patient 
representatives from Europe and the US met to start 
work on a major review of the International Standards 
of Care for SMA. Dr Alex Murphy, our Clinical Care 
Research Correspondent attended. You can read the 
report at www.smasupportuk.org.uk/clinical-care

It is vitally important that the reviewers know what is 
actually happening for people with SMA in their day-
to-day care so that they can use this information when 
they set out the new standards. 

The information collected through the UK SMA 
Patient Registry can help with this. The registry is 
currently running a survey asking people with SMA 
and their families about their experiences of care. 
Some of the initial findings from the survey were 
presented at the meeting in February but more 
information is still being collected. The survey will  
be open until 24th June.

If you have SMA or are a parent or carer for someone 
with SMA you can complete the survey. You need to 
be registered with the Patient Registry to participate. 
Please contact: Patient Registry Curator Agata 
Robertson on registry@treat-nmd.org.uk if you would 
like to take part in the survey or learn more about the 
UK SMA Patient Registry.

You can go to www.treat-nmd.org.uk/registry  
to sign up to the UK SMA Patient Registry. 

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 
a section on our 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 

We would like to thank Ann Hales-Tooke, who kindly chose to support 
SMA Support UK at her 90th birthday party. 

A huge thank you to Judith Lowry who raised an incredible £2,425  
at a boxing night held in memory of her daughter, Bella. 

A big thank you to Jo Dean who held a medium night and raised  
a whopping £636.80!

Thank you also to Joe Francis, Marcus Turner, Deano Splarn,  
Carl Rooney, Lou Jeffrey and Paul Burgess for taking part in Brighton 
Marathon events. 

We would like to thank Angela Butcher for taking on the Cambridge 
half marathon and raising over £600! 

Thank you to Kelly Fletcher who held her first Pink Lippy Day for SMA 
which was a huge success raising awareness of SMA on social media 
and over £300!

Louisa Woodcock and Ally Allen both organised fantastic Easter events 
raising over £850 between them!

A huge thank you to Paul Lemmey who took part in the Ashby Run and 
raised a fantastic £753.94!

Thank you to Mark Armstong who took on the 2016 London Marathon 
and raised a wonderful £845.20!

Sarah Parish took part in the 2016 Tough Mudder London West and has 
smashed her fundraising target by raising a huge £485!

National Fun Day (Sunday 3rd April 2016)

We had 194 visitors to the day who all enjoyed activities such as  
chocolate making, fairground games and face painting. There was also 
a visit from a mobile farm which showcased their micro pigs and baby 
chicks. Thank you to everyone who came along and to Children in Need 
who helped fund the day - we really couldn’t have done this without you. 

“My daughter said it was  
‘the best weekend ever’, 

fantastic socialising  
and sharing.”

“Enjoyable day for
the whole family.”
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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. 

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 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. 

CAMPAIGNS 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 or SMARD  
and are sent out as soon as we receive a request. 

INFORMATION, SUPPORT AND SOCIAL EVENTS – we let you know 
about events throughout the UK and also organise opportunities for 
families and individuals to meet. 

About SMA Support UK…

I would like to donate:

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

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

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

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

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

‘Before SMA Support  
UK, our daughter’s future 

seemed bleak and we were 
struggling to find a reason  
to get up in the morning.  
The charity has given us 
something money cannot  

buy: hope. That  
is priceless’ 

http://www.smasupportuk.org.uk/research
mailto:office%40smasupportuk.org.uk%20?subject=Info
http://www.smasupportuk.org.uk
http://twitter.com/SMASupportUK
http://www.facebook.com/SMASupportUK
http://www.smasupportuk.org.uk/information-support

