
Review of International Standards of Care for SMA

We are delighted to be co-funding this vitally important
initiative being led by four leading European and US consultants. 
A coordinator will conduct a research and clinical practice literature 
search. They will also contact patient groups and the wide range of 
European and US health specialists involved in the care of children, 
young people and adults to collate information about current care 
and management of SMA and the dilemmas being faced. 
This information will then inform a 
two day symposium in February 2016 
sponsored by the European Neuro 
Muscular Centre (ENMC). This will 
bring together leading specialists and 
patient representatives so that they 
may consider and agree new best 
practice guidelines. SMA Support UK 
will also be involved in the follow up 
work to produce a new family friendly 
version of the updated International 
Standards of Care.

What’s Coming Up?

SMA Awareness Week 2015 

This year we are working with The SMA Trust to 
raise vital awareness of SMA during the week 
commencing 28th September 2015. We would 
love you to get involved – simply share your selfie with 
us on Twitter or Facebook with a message of what SMA means 
to you, using the hashtag 
#SMAawareness. Not on 
social media? Don’t worry, 
you can request one of our 
free awareness packs via 
our website:
www.smasupportuk.org.uk/
sma-awareness-week-2015  
which will help you 
raise awareness 
absolutely anywhere!

Inspirations AUTUMN 2015

Welcome to our new  
look Inspirations!
This exciting new way of communicating with  
you not only reduces our costs, but also gives  
you more by linking you with the latest updates  
on our website.

This year, in partnership with The SMA Trust, we are launching 
the first UK SMA Awareness week from the 28th September.  
There is still time to get in touch to receive your free awareness 
pack and help us make this a big success.

Christmas is always an exciting part of the year for SMA 
Support UK and this year is no different. We have our new
range of Christmas cards and merchandise as well as our 
annual raffle and Christmas Jumper Day to look forward to.

In April 2016, we have our first Information and Support Day
for the year which will be for those affected by SMA Type 2 and 
3, as well as our national social get-together.

Don’t forget to keep visiting our website and remember to join 
us on Facebook and Twitter to join our SMA Community.

We are always just a phone call away. I hope you enjoy your new 
copy of Inspirations and your feedback is always appreciated.

Best Wishes

Santa Run 2015 

It is never too early to 
start getting in the mood 
for Christmas and what better 
way to get in the festive spirit 
than by taking part in the 2015 
Santa Run in Victoria Park, 
London on 7th December 2015. 
You can pick to run either a 5k or 10k option so it is ideal for 
first time runners or those wanting a bit more of a challenge. 
Not only is this a fantastic way to raise vital funds for SMA 
Support UK, but you also get a free Santa suit to run in too! 
If you are interested in taking part and would like to find out 
more, please contact Natalie Fleming at natalie.fleming@
smasupportuk.org.uk or call our office on 01789 267 520.
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Saturday 2nd April ‘Talking 
Together’ Children, Young 
People, Adults and Families 
affected by SMA Type 2 and 3
Sunday 3rd April National 
Social Get Together
Saturday 11th June ‘Talking 
Together’ Adults affected by 
SMA Type 4 (Adult Onset SMA)

More details coming soon  
www.smasupportuk.org.uk/
sma-support-uk-events-
coming-up

Information, Support and Social Events 2016

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. 

7th  

December 

2015

28th  September – 4th October 2015

www.smasupportuk.org.uk/sma-support-uk-events-coming-up
www.smasupportuk.org.uk/sma-awareness-week-2015
https://twitter.com/SMASupportUK
https://www.facebook.com/SMASupportUK
mailto:natalie.fleming@smasupportuk.org.uk


Route Maps for SMA

After many, many months of hard work we finally 
published our online Route Maps for SMA Types 2 
and 3 and have had really positive feedback.
Each Route Map is intended as a holistic guide, 
signposting individuals and families and the 
healthcare professionals supporting them, to 
current services and sources of reliable, up-to-date 
information. 

We hope this will enable families and individuals to make informed choices about their 
treatment options, play an active role in their care, and plan for the future. 

Route Maps for Adult Onset SMA and SMARD are the next challenges.

www.routemapforsma.org.uk

SAVE THE DATE 
It is coming to that time of year  
again and we would love it if you were 
able to join us at any of the following  
Christmas Parties for some fantastic 
festive fun.

NORTHERN IRELAND  
CHRISTMAS PARTY
Saturday 28th November
A meal at Theatre in the Mill before 
heading to The Courtyard Theatre for  
a production of Jack and the Beanstalk

EASTERN CHRISTMAS PARTY
Sunday 29th November
Manor of Groves, Harlow

MIDLANDS CHRISTMAS PARTY
Sunday 29th November
Ettington Chase Hotel,  
Stratford-upon-Avon

SCOTTISH CHRISTMAS PARTY
Saturday 5th December
The Beardmore Hotel, Glasgow

SOUTHERN CHRISTMAS PARTY
Saturday 5th December 
Hotel Miramar, Bournemouth

NORTHERN CHRISTMAS PARTY
Sunday 6th December 
Blackwell Grange Hotel, Darlington

For more information or to make  
a booking, please visit our website  
www.smasupportuk.org.uk/
christmas-parties-2015 or call the 
office on 01789 267520.

What’s been happening?Christmas
parties Cure SMA National Conference June 2015

Cure SMA funds ground breaking research and  
provides families in the USA with support. 
Every year, Cure SMA sponsors a conference to bring 
together leading SMA researchers, clinicians and families 
living with SMA. James Sleigh, SMA Support UK’s 
Research Correspondent attended in June 2015 
and reports back.

www.smasupportuk.org.uk/blog/
research/sma-support-uk-at-the-
cure-sma-conference-2015

Right Chair Right  
Time Right Now Campaign 

We were at the launch of the Wheelchair 
Leadership Alliance campaign on 20th July and 
have pledged our support, please join us.
Pledge your support to the wheelchair charter and 
write to your MP and Clinical Commissioning Group. 
Find out more at www.rightwheelchair.org.uk
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New Clinical Care Research Correspondent

We are delighted to welcome Dr. Alex Murphy  
to this new role. 
He will be reviewing latest research in areas of clinical care 
and we will be publishing his summaries on our website. We 
will keep you updated via e-news and social media as to when 
these summaries are posted.  His first topics will be diet and 
exercise. For more information about Alex please go to 

www.smasupportuk.org.uk/clinical-care-research-
correspondent
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Ben tells scientists how it is 

In May, Ben, who has SMA Type 2, 
and his Dad, Doug Morris, were 
flown out to Switzerland to talk to 
the scientists working for Roche. 
The pharmaceutical company 
were aware that they work on drug 
development but have no idea what 
the condition they are targeting is 
like for the people who live with it. 
You can read more about what Ben 
and Doug had to say at www.smasupportuk.org.uk/talking-to-
scientists-sma-type-2 

SMA Voices

Suzanne recently celebrated her 
50th birthday while Ellie aged 4 
was declared New Zealand Riding 
for the Disabled Association’s 
(NZRDA) rider of the year 2015. 
Suzanne and Ellie both have SMA 
Type 2. In SMA Voices people share 
their personal experiences.  

You can read their stories and 
others at www.smasupportuk.org.uk/sma-voices 
If you would like to share your experiences please get in touch.

Features Christmas Jumper Day 2015!

We were thrilled by your enthusiasm and 
support of last year’s Christmas Jumper 
Day for SMA! This year you can join us 
again on Friday 4th December. Simply 
wear your favourite festive sweater for 
the day and donate just £1 to help us in 
supporting families affected by SMA! 
Why not get your school or office involved by requesting one of 
our free fundraising packs? For more information and to request 
your very own pack visit www.smasupportuk.org.uk/christmas-
jumper-day-2015 or contact the office.

Merchandise update 

We are excited to bring you our new merchandise for Autumn/
Winter 2015 including hoodies, polo shirts and our SMArtie 
Support UK Bear, please see our online shop for more details 
www.smasupportuk.org.uk/merchandise. 

We also have a brand new 
Christmas Brochure packed 
with this year’s range of 
cards and merchandise 
for the festive season. As 
Christmas approaches, 
watch out for our Annual 
Christmas Raffle with 
£1,000, holiday vouchers 
and an iPad to be won. If you 
would like to purchase more raffle tickets, please visit our online 
shop or if you would like to request more books of raffle tickets, 
you can do so on our website www.smasupportuk.org.uk/
request-christmas-raffle-tickets or contact the office.

Christmas
Jumper Day FOR 

SMA
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Thank you
Thank you to everyone who gives regularly to SMA Support 
UK. Soon, we will be adding your names to our website to 
acknowledge your generosity. If you do give regularly,  
please let us know if you don’t want to be on this list. 

A huge thank you to the band, ‘Who’s Got the Dog’ who raised a 
brilliant £1,701 at their charity concert in honour of Finley Newell 
who has SMA Type 2.

Thank you to Magda Sereda and her friends and family for 
holding their annual garden party and raising a very  
generous £901.67! 

Thanks to Harwich and Dovercourt High School for donating an 
incredible £205.64 at their annual hair show in memory of  
Nelle Francis. 

A massive thank you to Daniel’s Heroes who in 2014 took part in a 
selection of 9 events in memory of Daniel Popham. You can read 
more about Daniel’s Father, Tony, and his story on our website here:  
www.smasupportuk.org.uk/blog/help-us/daniels-heroes

A huge thank you to all of our British 10k runners; Nick Wilding, 
Julie Gittins, Paul Gittins, Filomena Fontana, Paul Goodwin, Max 
Huxham, Lilias Huxham, Gregory Mace, Tommy Lynch, Dominic 
Passgang and Daniela Trojmar for raising a fantastic amount of 
sponsorship and awareness of SMA.

Thank you to Matt Begley and Trevor Worth for taking part in the 
Husky Trail in April this year and raising an amazing £12,129.13 
in memory of Abigail Ronson and raising awareness of the 
condition in their area.

We would like to say a huge thank you to MOD Corsham and 
everyone who took part in their race night which raised a 
fantastic £1,026.90!
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You can make a difference today
Our supporters’ generosity is the reason we can 
continue supporting families affected by SMA  
and raise awareness of the condition. 

We couldn’t do it without you.

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. 

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. 

NAME:

TELEPHONE:

ADDRESS:

EMAIL:

I would like to donate:

 £

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

Using Gift Aid means that for every pound you give Spinal Muscular 
Atrophy Support UK get an extra 25 pence from the Inland Revenue, 
helping your donation go further.

If you are a UK taxpayer and want to take advantage of Gift Aid, please 
confirm the following statement:

I want all donations I have made to Spinal Muscular Atrophy 
Support UK in the past four years and all donations in the future to 
be treated as Gift Aid donations until I notify you otherwise.

Note: To qualify for Gift Aid, what you pay in income or capital gains tax 
must at least equal the amount we will claim in the tax year (6 April one 
year to 5 April the next).

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 – we 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 summer and Christmas 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…
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.

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

Access Scholarship Awards

We are delighted to announce that we have made Awards of 
£1,000 to each of the following people who will be engaged in 
Higher or Further Education in 2015/16: Tracy Cox, Theo Emms, 
Suzanne Glover, Joe Hutchinson, Tumu Johnson, Micaela 
MacDougall, Andrew McCabe, Chloe Timms and one other 
person. We were so impressed with the applicants’ talents and 
voluntary undertakings.

Studies range from BA to PhD level from Physics and  
Web Design through to International Relations, Social Work  
and Theology.
www.smasupportuk.org.uk/scholarship-fund
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