
Have a Brew For Us! 

Get creative and add your own twist to a Coffee and 

Cake Day for SMA Support UK! We’ve had supporters 

holding Coffee and Cake Days on Pancake Day and 

even combining it with dress down days in the office. 

You can hold yours at any time that suits you. It’s 

simple; get together with colleagues and friends, or 

hold one at school, get baking and raise much needed 

funds.  

Inspirations  

Spring 2017 

 

SMA Type 3 and Me 

Explaining SMA and why it 
happens is quite difficult. This new 
book is aimed at children aged 8 
and over 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 3, 
living in the UK, may request a free copy 
by phoning 01789 267 520 or emailing  
office@smasupportuk.org.uk Further 
copies can also 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. 

What’s Coming Up? 

Route Maps for SMA 

SMA Support UK’s web-

based ‘route maps’ 

signpost to services and 

sources of reliable,  

up-to-date information 

relevant to families and 

individuals affected by 

SMA. Last year, our route maps were used by over 

1,000 people. Our final route map has just been 

published and is for Spinal Muscular Atrophy with 

Respiratory Distress (SMARD). You can access this, or 

the route maps for SMA Type 1, SMA Type 2,  

SMA Type 3 and Adult Onset SMA at: 

www.routemapforsma.org.uk  

Calling all individuals, families and health, education and 

social care professionals. Please tell us what you think 

about our current services and give your thoughts on our 

future direction. Our surveys are best completed on a 

computer or tablet rather than a phone. 

Survey for those affected by SMA who are: 

 individuals who have SMA, aged 16 years and over  

 anyone aged 16 years + with a family member 

affected by SMA, including those bereaved by SMA 

We estimate this will take between 10-25 minutes: 

www.surveymonkey.co.uk/r/5yrsfamily 
 
Survey for health, education and social care 
professionals 

We estimate this will take about 10 minutes:  

www.surveymonkey.co.uk/r/5yrsprofessionals 

Closing date for responses: 

5.00 pm Friday 26th May 
2017. 
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Summer Events 

You’re warmly invited to attend one of our four 

summer social events being held in Warwickshire, 

Chester, Winchester and County Armargh. Further 

details can be found over the page or on our website. 

We support and  
empower anyone affected by  

Spinal Muscular Atrophy. We are 
advocates for better services and 
access to new treatments so that 

people affected by SMA are 
empowered and enabled to live full 

lives. We are committed to help 
fund and facilitate research and to 

raise public and professional  
awareness of SMA.  

Wanted—Your Feedback! 

Contact the Fundraising 

Team for details or request 

your free pack online:  

www.smasupportuk.org.uk

/coffee-and-cake-day   

Thank you. 
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MIDLAND BBQ LUNCH 

Date: Sunday 2nd July 

Venue: Ettington Chase Hotel, 

Warwickshire, CV37 7NZ 
 

NORTHERN DAY AT THE ZOO 

Date: Saturday 8th July 

Venue: Chester Zoo, CH2 1LH  

(CH2 1EU  if using Sat Nav) 

(Changing Places Toilet Facilities) 
 

SOUTHERN DAY AT THE ZOO 

Date: Sunday 16th July 

Venue: Marwell Zoo, Winchester, 

SO21 1JH 

(Changing Places Toilet Facilities) 
 

NORTHERN IRELAND GET TOGETHER 

Date: Saturday 26th August 

Venue: Armagh Planetarium, County 

Armagh, BT61 9DB 

What’s Been Happening? 

Winter Events 

Thank you to our volunteers and the 300 children and adults who made 

such a success of our 2016 events held in Belfast, Bournemouth, 

Darlington and Harlow. All enjoyed the chance to meet up and share time 

together – an opportunity that is all too infrequent for many. Our sincere 

thanks also to BBC Children in Need and the sterling efforts of our families 

in Northern Ireland for providing the funds to make this possible.  

 

 

   

 

We hope you’ll be able to join us at 

one of our summer social events, 

which provide great opportunities 

to meet up informally and enjoy a 

fun day out. Please book early to 

secure your place and we look 

forward to seeing you there. 

For more information and to book, 

visit our website: 

www.smasupportuk.org.uk/

summer-events-2017 or call the 

office on 01789 267 520.  

There is no charge for individuals 

and families affected or bereaved by 

SMA but donations are very 

welcome. 

Introducing the New Fundraising Team 

We are delighted to introduce you to Caroline and Yvonne who are on 

hand to support you with everything you need to make your fundraising a 

success. They’d love to hear from you so please call 01789 267 520 or 

email  fundraising@smasupportuk.org.uk  

Keeping you Informed about New Drug Treatments, Clinical 

Trials and Clinical Care Research 

We have been keeping you informed about UK developments with 

nusinersen and seeking answers to your questions about the treatment. 

We only publish information that has been verified by clinicians and 

confirmed as technically accurate by Biogen. All updates, including the 

answers to these questions are posted here: 

www.smasupportuk.org.uk/drug-treatments-proven-to-be-effective-for-

sma 

Dr James Sleigh, our Scientific Research Correspondent, continues to keep 

you up-to-date with what is happening with clinical trials for other 

potential treatments:  

www.smasupportuk.org.uk/drug-treatments-that-are-being-tested-in-

clinical-trials 

Our Clinical Care Research Correspondent, Dr Alex Murphy, continues to 

look at the research evidence for aspects of care. His latest article 

considers recent research into different aspects of spinal surgery, in the 

treatment of scoliosis in SMA. You can find this and his previous articles 

here: 

www.smasupportuk.org.uk/clinical-care 
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Nusinersen in the UK—What You Can Do 

This is the first SMA treatment where clinical 

evidence has been encouraging enough for a licence 

to be granted in the USA. Biogen, the pharmaceutical 

company, has been seeking a path to its provision in 

the UK and Europe and, in the meantime, has opened 

an international Expanded Access Programme (EAP) 

for eligible children with SMA Type 1. The slow 

progress of the EAP in the UK has created a huge 

amount of distress and frustration within the SMA 

and clinical community. 

As we go to press we are all awaiting the outcome of 

the European Medicines Agency (EMA) licence 

application. This will determine whether there is a 

referral to the National Institute for Health and Care 

Excellence (NICE) for appraisal for NHS funding. The 

most appropriate path, we believe, for such an 

appraisal would be as a Highly Specialised Technology 

(HST), which is specifically for rare disease 

treatments. We are concerned that the potential for 

a positive outcome for such an appraisal has been 

thrown into doubt by the recent Government 

announcement restricting future HST funding. 

To keep up-to-date and join any actions to help push 

for access to nusinersen in the UK go to: 

www.smasupportuk.org.uk/what-you-can-do-to-

help-progress-towards-potential-licensing-and-

availability-in-the-uk 

Fundraising Events 

You can take on any event that takes your fancy. Here are 

just a few ideas: 

 The Big Fun Run (July – October) - Fantastic family 5K 

run, walk or jog events. 

 Shoesday (11th July) - Ask your school to let the children 

wear odd shoes with each child donating £1 to SMA 

Support UK. Get your free pack today. 

 London to Brighton Bike Ride (17th September) - Join our 

growing team of cyclists for this fully supported bike 

ride to raise funds. Lycra optional! 

Committed Giving 

Making a monthly donation by standing order has a hugely 

positive impact on our work and our ability to  

plan our services for families affected by SMA:  

www.smasupportuk.org.uk/donate-regularly-form 
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We’d like to thank everyone who has been ‘Getting 
out there for SMA’ to raise funds. We can’t  
mention everyone here but we are  
extremely grateful for all your contributions. 
 

Thanks to our supporters who have held Coffee & 
Cake Days including Amy Cameron, Sue Johnson and 
Ivo Tzolov who, between them, have raised a massive 
£1,145! 
 

Thank you to everyone who wore their Christmas 
jumper for our December appeal. Nearly £7,000 was 
raised in total! 

Huge thanks to Thomas Wainwright and Sian Haigh 
who walked 44.1 miles in one night in memory of 
Bethan Haigh raising an incredible £4,000 along the 
way. 
 

Massive thanks to Katherine Glazebrook who  
raised over £450 by encouraging family and friends  
to donate funds in lieu of Christmas gifts. 
 

Finally, thank you to the National Lottery’s Reaching 
Communities fund for their continued support of our 
outreach work with families affected by SMA. 

Thank you 

Tribute Funds 

Some of you reading this will be bereaved. Others will be 

thinking about someone they know who is living with SMA. 

You can set up a Tribute Fund in your loved one’s name 

which will allow you to see how much you and your family 

and friends have raised. Caroline is on hand to talk you 

through it or you can set up and manage your own online:  

http://tributefunds.smasupportuk.org.uk/  

http://www.smasupportuk.org.uk/donate-regularly-form
http://tributefunds.smasupportuk.org.uk/


About Us 

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.  

SHARING EXPERIENCES—we offer opportunities to be in touch 
with others in the SMA community. You can ‘Ask A Question’, 
have direct confidential contact with one of our Peer Support 
Volunteers, or come along to one of our social and support 
events. 

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

MULTISENSORY 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. 

CAMPAIGNS AND CONSULTATIONS—we keep  
you up-to-date with ones that may be of interest. 
 
For more information, phone the office on 01789 267 520 or 
email supportservices@smasupportuk.org.uk 

Research 
www.smasupportuk.org.uk/research 

We support initiatives that: strengthen the connections between 
families, researchers and medical practitioners; improve the 
management and treatment of the condition; advance progress 
towards, and access to, major clinical drug trials. 

UK SMA PATIENT REGISTRY—our funding ensures researchers, 
medical practitioners, pharmaceutical companies and families 
can work together, particularly when 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. 

SMA EUROPE—we are members of this umbrella coalition of 
European SMA patient organisations striving to combine 
resources in Europe in order to fund the best research in SMA 
worldwide. 
 

Fundraising 
www.smasupportuk.org.uk/help-us 

We offer fundraising support to anyone 
wanting to raise funds for SMA Support 
UK. Please contact the team by  
calling 01789 267 520 or by emailing 
fundraising@smasupportuk.org.uk 

You Can Make A Difference Today 

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

I want to Gift Aid this donation and any donations I make in the future or have made in the past 4 years to SMA Support UK. 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. 

Please notify us if you: 

 Want to cancel this declaration   

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. 
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I would like to make a ‘one off’ donation today of £…………………. 

Please make your cheque payable to: ‘SMA Support UK’ and post to: 
SMA Support UK, 40 Cygnet Court, Timothy’s Bridge Road, Stratford-upon-Avon, CV37 9NW  
 
OR    Pay directly by BACS to:      Barclays Bank     Sort Code: 20-48-08      Account Number: 00524514 

OR 

I would like to make a regular monthly donation of £………………… to SMA Support UK 

We will contact you using the details you provide below about setting this up. 

 Change your name or home address  No longer pay sufficient tax on your Income and/or Capital Gains Tax 

First Name:  Surname:  

Address:    

  Postcode:  

Email:  Phone number:  

Signature:  

 

Date:  

Text 

‘SMAS01 £10’ to 70070 

to donate £10. 

‘SMAS01 £20’ to 70070 

to donate £20. 

……………………………………………………………………………………………………………………………………………………………………………………………………………… 


