
Speaking up for SMA  

Access to Nusinersen 

The Scottish Medicines Consortium 

(SMC) will by now have announced 

whether it recommends that the 

Scottish NHS funds nusinersen and, if so, for 

whom.  The outcome is on our website homepage as 

‘latest news.’ Our thanks to all who responded to our 

Scottish survey so that we could express your views to 

the SMC, and to Kathy Huffman and Sheonad 

Macfarlane who spoke up for the SMA Community and 

access for all at the SMC Patient and Clinical 

Engagement (PACE) meeting. 

Our submission to England’s NICE - based on our survey 

- was made on 15th March; thank you to all who 

responded. The survey results and submission are here: 

www.smasupportuk.org.uk/what-we-are-doing-to-

progress-access-to-the-treatment-in-the-uk  

Patient experts will be part of the NICE committee that 

meets on 27th June. SMA Support UK, MDUK, the SMA 

Trust and TreatSMA will continue to work together and 

support them. NICE’s recommendation for NHS England 

funding will be announced on 21st November.  
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Welcome to our Spring Issue 

Marathon in May for SMA! 

Thank you to everyone who is already taking part in our 

Marathon in May for SMA – we hope that you are 

enjoying strolling, rolling, running or cycling 26.2 miles 

during the month of May. 

If you haven’t started yet then 

it’s not too late to join in! 

Unlike a traditional marathon 

you can take part at your own 

pace as long as you complete 

the total distance by the end 

of May.  

If you would like to find out 

more visit www.smasupportuk.org.uk/marathon-in-may-

for-sma or email fundraising@smasupportuk.org.uk or call 

us on 01789 290 272. 

Over the years, our twice-a-year ‘Inspirations’ had 

become a shorter newsletter rather than a magazine. We 

also recognised that many disabled people today are 

tired of being labelled as ‘inspirational’, and so last 

October we started to look for a new title. 

We consulted a number of members, supporters and 

volunteers for their thoughts and finally trustees and 

staff settled on SMA Matters – so here it is!  

We hope you enjoy catching up with what we have been 

up to recently and can see that we are continuing to 

actively support and speak up for the SMA Community 

and provide up-to-date information. We couldn’t do it 

without all your amazing fundraising efforts and support 

in raising awareness of 

SMA and what we do.  

Thank you. 

All Best Wishes 

From everyone at  

SMA Support UK 

Access to Psychological Support for Those Affected by 

Neuromuscular Conditions 

The All Party Parliamentary Group (APPG) is, with 

MDUK’s support, conducting a six-month inquiry into 

this. Thank you to those who responded to our survey 

so that we could represent your views. Also thanks to 

Tumu Hogg-Johnson and Leah Booth who agreed to 

attend an APPG meeting to speak up on behalf of the 

SMA Community.  

Concerns about Care Packages and PIP 

We are working on how to take forward the concerns 

people expressed at our April weekend. If you are 

facing a reassessment and are worried, please do get in 

touch on 01789 267520 or contact  

supportservices@smasupportuk.org.uk 

http://www.smasupportuk.org.uk/what-we-are-doing-to-progress-access-to-the-treatment-in-the-uk
http://www.smasupportuk.org.uk/what-we-are-doing-to-progress-access-to-the-treatment-in-the-uk
http://www.smasupportuk.org.uk/marathon-in-may-for-sma
http://www.smasupportuk.org.uk/marathon-in-may-for-sma
mailto:fundraising@smasupportuk.org.uk


Thank you! 
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Information, Support & Social Weekend 

Saturday’s Workshops  

Our thanks to the fourteen experts who gave up their time to join us for the 

day – from GOSH, Newcastle Upon Tyne Hospitals, Oxford University Hospital, 

Warwick Medical School and University College London. 

Topics covered in the morning included respiratory care, nutrition, feeding, 

physiotherapy and day-to-day management. The afternoon focus was drug 

development, clinical trials and screening, with a final Q & A session.  

Many commented on how much they appreciated the willingness of the 

professionals to talk so openly and how much they had learned from the day. 

As one person said, ‘the atmosphere was wonderfully inclusive and positive’.  

Around 300 people registered - that’s 90 family groups. 

Nipperbout  

Once again, this excellent childcare company brought its staff and amazing 

play equipment along on Saturday, set it all up in the early hours of the 

morning and then went on to provide fun and play opportunities for children 

aged under 12 years. 

Roaming volunteers  

Many took the opportunity to talk with our ‘roaming volunteers’ and to ask 

questions about university, travel, work and independent living. Grateful 

thanks to Jack, Tumu and Leah for sharing their experiences so widely and 

willingly and for contributing so positively to the whole weekend.     

Huge thanks to everyone who has 

been out there raising money for 

SMA Support UK over the past few 

months. We’re sorry we can’t 

mention you all but here are just a 

few of the highlights: 

The staff of Harwich & Dovercourt 

High School who raised an impressive 

£196 in memory of Nelle Francis, at 

their Christmas Party .   

Our wonderful supporters Maureen 

Kaye, Ray Hart and friends who spent 

months knitting beautiful hats, 

gloves, blankets and toys to raise 

funds. A team of volunteers helped 

to sell these at the Christmas market 

in Stratford-upon-Avon and raised 

over £250. 

Ally Allen and family raised over 

£1,150 for Bobby’s SMArt fund with 

their annual ‘Bunny on the Brum’ 

Easter Egg Hunt and family fun day – 

more than twice the amount that 

was raised last year! 

Monica Mehta and her sister Reena 

Thiara recently organised a Dinner 

and Dance to raise money for 

Aneya’s Angel Fund.  The event was a 

huge success raising over £2,700.  

16-year-old Amber Languille took 

part in a skydive in memory of her 

friend Bethan Haigh who had SMA.  

Amber took the plunge, with her 

mum Sue, and has already smashed 

her fundraising target by raising over 

£700! 

John and Dot Risi who asked to 

receive donations in lieu of gifts for 

their 60th Wedding 

Anniversary to raise 

funds in memory of 

their grandson, 

Oliver. 
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Information, Support & Social Weekend - Saturday 7th & Sunday 8th April 2018 

Street Art and Urban Music, Sports and Leisure  

We welcomed specialist practitioners and leaders to deliver workshops in Street Art and Urban Music, Boccia, Table 

Cricket, Swimming and Cookery. Some very impressive pieces of art and music were produced and many new 

friends were made. Huge thanks to the volunteers who 

made the day such a great success.  

Photography/Filming   

We’d like to thank Chris Fitzpatrick and his team who worked incredibly hard capturing photos and video footage of 

the weekend.  We look forward to sharing the films with you. 

And of course, last but not least, huge thanks to all of you – the families – who attended. We’ve been delighted to 

receive a lot of positive, helpful feedback and look forward to seeing you at future events!  

Full write-ups from the Standards of Care and Research Sessions (along with a film recording) will be available soon 

via our website. You can see some already at:  

www.smasupportuk.org.uk/information-support-social-weekend-april-2018 



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 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. 

SPEAKING UP FOR SMA—driven by issues raised by the SMA 
Community, we work with other charities and groups to 
advocate for better services. 
 
For more information, phone the office on 01789 267 520 or 
email supportservices@smasupportuk.org.uk 

Research 
www.smasupportuk.org.uk/research 

We are active advocates for access to new treatments, working 
hard to represent the views of individuals and families to 
regulatory authorities. We also fund and facilitate initiatives that 
improve the management of the condition and further advance 
understanding of its causes and potential treatments. 

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 
SMA patient organisations striving to combine resources in 
Europe and 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 
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Great Scottish Swim – 25th August 2018 

We are offering an amazing opportunity to participate in a one-mile open water swim taking place in the iconic setting 

of Loch Lomond in Scotland. Registration is just £25 and we will offer you lots of support to gain sponsorship. To find 

out more visit www.smasupportuk.org.uk/great-scottish-swim or call us on 01789 290 272. 
 

Overseas Challenges  

For intrepid adventurers and travellers, there is a huge range of overseas challenges that you can 

take part in to raise money for SMA Support UK. Challenges include: trekking the Great Wall of 

China; a Husky Challenge in Lapland; or you could conquer Mount Kilimanjaro just like Amy 

Kitson who also raised over £2,000 for Aadi’s SMArt Fund!  

Be inspired: www.smasupportuk.org.uk/overseas-challenges  

Events  

About Us 

Coming Up! 

In the Autumn edition of SMA Matters, we will 

bring information about upcoming social 

events, and we’ll have our Christmas catalogue 

so you can view and order your cards and 

other merchandise... 

If you would like to unsubscribe from SMA Matters, you can do so by going to:  

www.smasupportuk.org.uk/sign-up-for-mailings or phone the office on 01789 267 520 

http://www.smasupportuk.org.uk/great-scottish-swim
http://www.smasupportuk.org.uk/overseas-challenges

