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Autumn 2016

Welcome to our Autumn issue What's coming up?
Christmas starts here! For the sake of efficiency, we have 
combined our Christmas card order form with this Autumn 
newsletter, so please take a look and place your order early 
using the form on the back page. Alternatively, use our 
website www.smasupportuk.org.uk/merchandise   
 Every Christmas card sold, every bauble hung on our virtual 
 tree, every Santa run completed, makes a difference. 
 Also our Christmas Jumper Day on December 9th is
another great and easy way to raise essential funds for us
and also increase awareness of SMA.
It has been a difficult year for us financially and we have  
been making every effort to be as cost efficient as possible.  
Sadly finances have meant that, at this stage, we can only  
offer three winter events (details inside). We are doing our best 
for Northern Ireland and Scotland and, if we are successful,
will contact people in these regions.  
Thanks to all of you who support us,  
we are seeing hopeful signs that
things are picking up again.

Wishing you all the best for

 It's UK SMA Awareness Week this week!
SMA Awareness Week is running from 24th September to 1st 

October. SMA Support UK and the SMA Trust are  
working together again to raise public awareness of the facts 
and impact of SMA and the need for more support and 
research.  
 
Find out how you can get involved and spread the word about 
#WhatIsSMA on our website: 
www.smasupportuk.org.uk/sma-awareness-week-2016 

Christmas Jumper Day for SMA

Next edition of Inspirations
The next issue of Inspirations will come to you in March and 
will be for ‘Spring 2017’. This will be followed by our 
‘Autumn 2017’ round up arriving this time next year. 
You can also receive monthly email updates by signing up to 
re  ceive 'E-News' 
www.smasupportuk.org.uk/sign-up-for-mailings

Yes we are doing it again!

Day for SMA is on Friday  
9th December. We  
hope you will join us to  
make this one the biggest  
yet! It is really easy to get  
involved; simply wear  
your favourite festive  
sweater for the day and  
donate £1 to help us  
support families affected  
by SMA. You can text  
 ‘XMAS22 £1' to  

0070 to m7 ake your donation   
 

 
Why not get your school or workplace involved?

 
For more information and to request your free pack 
visit www.smasupportuk.org.uk/christmas-jumper-day or 
contact the office.

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 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. 

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.

You can make a difference today

Text
‘SMAS01 £5’ to

70070 to donate £5. 

‘SMAS01 £10’
to 70070 to
donate £10.

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, including direct confidential contact
with one of our Peer Support Volunteers, and social and support 
events. 

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. 

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. 

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

For more information see our website or contact the office on 
01789 267 520.
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Order Form

Name...............................................

Address...........................................

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

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

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

Postcode.........................................

Email..............................................

6-10 items =£5.00 10+items = call office for price

Postage PricesTel No. ........................................... 1-2 items= £2.00 3-5 items =£4.00

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.
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Welcome to the Autumn issue What's coming up?
Christmas starts here! For the sake of efficiency, we have 
combined our Christmas card order form with this Autumn 
newsletter, so please take a look and place your order early 
using the form on the back page. Alternatively, use our 
website www.smasupportuk.org.uk/merchandise   

The first quarter of the new fiscal year, April – July, has been 
difficult but we have achieved our financial goals thanks to 
the hard work and dedication of our supporters. The run up 
to Christmas is traditionally a good period for our charity so 
please keep up your valued support; every Christmas card 
sold, every bauble hung on our virtual tree, every Santa run 
completed, makes a difference. Remember our Christmas 
Jumper Day on the 9th December - another great and easy 
way to raise essential funds for us. Whenever  
possible, please use social media  
to maximise awareness raising and 
together let’s make 2016 the  
best year yet. 

Thank you.

It is UK SMA Awareness Week this week!
SMA Awareness Week runs from 24th September to 1st 
October 2016. SMA Support UK and the SMA Trust are 
working together again to raise public awareness of the facts 
and impact of SMA and the need for more support and 
research.  

Find out how you can get involved and spread the word about 
#WhatIsSMA on our website: 
www.smasupportuk.org.uk/sma-awareness-week-2016 

Christmas Jumper Day for SMA!

Next edition of Inspirations
The next issue of Inspirations will come to you in March and 
will be for ‘Spring 2017’. This will be followed by our 
‘Autumn 2017’ round up arriving this time next year. 
You can also receive monthly email updates by signing up to 
receive 'E-News' http://www.smasupportuk.org.uk/ 
sign-up-for-mailings

We can’t wait for this  
year’s Christmas Jumper 
Day for SMA on Friday  
9th December and we  
hope you can join us to  
make this one the biggest  
yet! It is really easy to get  
involved; simply wear  
your favourite festive  
sweater for the day and  
donate £1 to help us  
support families affected  
by SMA. You can even  
text ‘XMAS22 £1’ to  
70070 to make your  
donation! 

Why not get your school or workplace involved by requesting 
one of our free fundraising packs. 

For more information and to request your very own free pack 
visit www.smasupportuk.org.uk/christmas-jumper-day or 
contact the office.
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We can’t wait for this  

Day for SMA on Friday  
9th December and we  
hope you can join us to  
make this one the biggest  
yet! It is really easy to get  
involved; simply wear  
your favourite festive  
sweater for the day and  
donate £1 to help us  
support families affected  
by SMA. You can even  
text ‘XMAS22 £1’ to  
70070 to make your  
donation! 

Why not get your school or workplace involved by requesting 
one of our free fundraising packs. 

For more information and to request your very own free pack 
visit www.smasupportuk.org.uk/christmas-jumper-day or 
contact the office.

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. 

You can make a difference today

Text
‘SMAS01 £5’ to

70070 to donate £5. 

‘SMAS01 £10’
to 70070 to
donate £10.

About SMA Support UK…

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, including direct confidential contact
with one of our Peer Support Volunteers, and social and support 
events. 

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. 

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. 

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

For more information see our website or contact the office on 
01789 267 520.
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Order Form

Name...............................................

Address...........................................

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

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

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

Postcode.........................................

Email..............................................

6-10 items =£5.00 10+items = call office for price

Postage PricesTel No. ........................................... 1-2 items= £2.00 3-5 items =£4.00

Your generosity is the reason why we can continue supporting individuals and families affected by SMA and raise awareness of the condition. 

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.

‘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’ 

Your generosity is the reason why we can continue supporting individuals and families affected by SMA 

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.
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1. Hello Mr Snow/
Hello Mrs Snow
Christmas Cards

(Pack of 10 cards - 5 of 
each design)

£3.00 

4. Smasheroo
An uplifting children's book 

by Hania Myers

£3.99

5. Tilly Smiles
Book about the achivements 

and adventures of Tilly Griffiths 
£10.00

6. SMA Type 2 and Me
Book aimed at 8 to 12 year 

olds who want to learn more 
about SMA

Please complete the order form overleaf and make any cheques payable to 'SMA Support UK'
o Please send your completed form to: SMA Support UK, 40 Cygnet Court, Timothy's Bridge Road, Stratford upon Avon,

CV37 9NW
o Or visit our online shop: www.smasupportuk.org.uk/merchandise

9. SMA Support UK Hoodie
Colours: Magenta and Navy

Sizes: XS, S, M , L and XL
£23.00 each

7. SMA Support UK
Mugs

Colours: Magenta and Blue
£5.00 each

8. SMA Support UK
Wristbands

Colours: Blue, Magenta,
Pink, Red and Green 

£1.00 each£5.00

2. Magic
Reindeer Food

A magical mixture of 
sugar crystals & oats

£1.00 each

3. Santa Kit
Letter to Santa, Christmas 

wish list, envelope and 
door hanger
£1.00 each

Scholarship successes Thank you!
In 2015/16, SMA Support UK was able to give nine young 
people with SMA who were in Further or Higher Education a 
£1,000 Access Scholarship Award. We have really enjoyed 
reading their reports about how they used the money to assist 
their studies and what they achieved.  

One of them was Tracy Cox who  
has SMA Type 3 and was taking an  
Art Foundation Course. Tracy used  
her award to help her live in  
suitable independent  
accommodation and to buy an  
image stabilising camera to  
counteract her hand tremors,  
allowing her to take better images  
for her projects. You can see some  
of the images that were in her  
finalexhibition in the photo. Tracy  
achieved a Merit in her course  
which was at Loughborough University.  

You can read more about Tracy's course and what some of the 
other students got up to at  
www.smasupportuk.org.uk/personal-experiences-type2-type3 

We regret that we are not in a position to be able to provide 
these grants for 2016/17.

A huge thank you to all of our fundraisers over the last few 
months; we are incredibly grateful for your support and 
generosity, including: 
- Sarah Wilson who held a Coffee and Cake Day and raised an 
incredible £526! Thank you Sarah! 
- We would like to thank Magda who held her annual garden 
party and raised a fantastic £620! 
- Thank you to Mark Webb and everyone involved in 
BBWF2016 who held a great TVR event at Top Cats Racing and 
raised £500! 
- Thank you to the incredible Team Nelle who completed the 
Ironman in July; they have now raised over £26,500! 
- Thank you to Carl Rooney who has been running all over for 
SMA Support UK! Most recently he's completed the Ouse 
Valley Way, Kimbolton Half Marathon, St Neots Riverside 10k 
and Ipswich Twilight 10k!   

We also have a section on our website to thank all of the 
wonderful people who have committed to donating regularly 
to support our work. You can visit the page here: 
www.smasupportuk.org.uk/donate-regularly 

Christmas merchandise
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Winter

Events 2016
What's been happening?

New publications

BOOK NOW.... 

You're warmly invited to enjoy a 
festive lunch, followed by 
entertainment for children and time
for adults to chat. A great 
opportunity to meet others - do book
early to secure your place. 

 EASTERN GET TOGETHER

Date: Sunday 20th November 2016 
Venue: Manor of Groves Hotel, 
Sawbridgeworth, Hertfordshire, 
CM21 0JU 

 SOUTHERN GET TOGETHER

Date: Saturday 3rd December 2016 
Venue: Hotel Miramar, 
Bournemouth, Dorset, BH1 3AL 

NORTHERN GET TOGETHER 

Date: Sunday 4th December 201 6 
Venue: The Blackwell Grange Hotel, 
Darlington, County Durham, DL3 8QH 

For more information and to book, 
visit our website: 
www.smasupportuk.org.uk/winter- 

events-2016 or call the office o n 
01789 267 520. 

There is no charge for individuals  and 
families affected or bereaved by SMA 
but donations are very welcome. 

We have just released another new Route Map, this time for people affected by 
Adult Onset SMA. You can explore it at www.routemapforsma.org.uk 

Thanks also to the families bereaved by SMA Type 1  
or SMARD who helped us produce a new resource 
called ‘Family Experiences of Bereavement’. We

others. You can find it with other related  
publications at www.smasupportuk.org.uk/facing-bereavement 

End of life care
Our Clinical Care Research Correspondent, Dr Alex Murphy, 
hopes that his latest article will help to open up this sensitive 
and important aspect of healthcare for discussion within
families affected by SMA Type 1 or SMARD. It is also for
anyone affected by any type of SMA which may bring severe
health care challenges and the potential of significant or  
critical episodes.  
You can read it at www.smasupportuk.org.uk/clinical-care

Clinical trial drug developments 
Many of you will have been following the progress of the Ionis  
sponsored ENDEAR phase 3 study in infants with SMA Type 1  
(part of the nusinersen trials now being followed through by   
Biogen). At the time of going to press (Sept 14th), a statement
about the next steps in the UK is being prepared by the London
and Newcastle specialist centres. We expect to have this out to you via
social media and posted on our website research updates noticeboard by
the time this newsletter reaches you: www.smasupportuk.org.uk/research

New leaflets
We have a new set of leaflets about what we do, how you can  
help us and a simple summary 'What is SMA' amongst others. 
You may wish to pass these on to family, friends and
colleagues. 

You can find these at www.smasupportuk.org.uk/our-leaflets
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Hello Mr Snow/
Hello Mrs Snow
Christmas Cards
Pack of 10 - 5 of
each design)

£3.00 Smasheroo
An uplifting children's book
by Hania Myers £3.99

Tilly Smiles
Achievements and adventures
of Tilly who has SMA Type 2

£10.00 SMA Type 2 and Me
For 8 to 12 year olds who
want to learn more about
SMA Type 2

Order via our online shop www.smasupportuk.org/merchandise or complete the order form overleaf and post it, along with your
cheque payable to SMA Support UK  to: SMA Support UK, 40 Cygnet Court, Timothy’s Bridge Road, Stratford-upon-Avon, CV37 9NW 

SMA Support UK Hoodie
Magenta or Navy
Sizes: XS, S, M , L or XL

£23.00 each

SMA Support UK
Mugs Magenta or Blue

£5.00 each

SMA Support UK
Wristbands
 Blue, Magenta, 

Pink, Red or Green 

£1.00 each£5.00

Magic Reindeer Food
A magical mixture of 
sugar crystals & oats
£1.00

Santa Kit
Letter to Santa, 
Christmas wish list, 
envelope and door
hanger £1.00

Scholarship successes Thank you!
In 2015/16, SMA Support UK was able to give nine young 
people with SMA who were in Further or Higher Education a 
£1,000 Access Scholarship Award. We have really enjoyed 
reading their reports about how they used the money to assist 
their studies and what they achieved.  

One of them was Tracy Cox who  
has SMA Type 3 and was taking an  
Art Foundation Course. Tracy used  
her award to help her live in  
suitable independent  

accommodation and to buy an  
image stabilising camera to  
counteract her hand tremors,  
allowing her to take better images  
for her projects. You can see some  
of the images that were in her  
final exhibition in the photo. Tracy  
achieved a Merit in her course  
which was at Loughborough University.  

You can read more about Tracy's course and what some of the 
other students got up to at: 
www.smasupportuk.org.uk/personal-experiences-type2-type3 

We regret that we are not in a position to be able to provide 
these grants for 2016/17.

A huge thank you to all of our fundraisers  
 grateful for your support and generosity.

 Particular people to thank this time include:
 * Sarah Wilson who held a Coffee and Cake Day and raised an 

 incredible £526.
 *   Magda Sereda who held her annual garden party and raised a

 fantastic £620  
 * Mark Webb and everyone involved in BBWF2016 who held 
 a great TVR event at Top Cats Racing and raised £500. 

 
* The incredible Team Nelle who completed the Ironman in

hope what is shared here will be of support to July; they have now raised over £26,500.

 
* Carl Rooney who has been running all over for us.
 Most recently he's completed the Ouse Valley Way, 
 Kimbolton Half Marathon, St Neots Riverside 10k and
 Ipswich Twilight 10k   

 
 You can also visit our website page at:

www.smasupportuk.org.uk/donate-regularly where we thank
 all of the wonderful people who have committed to donating
regularly to support our work.

Ideal Christmas Gifts

 we are incredibly
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Winter

Events 2016
What's been happening?

New publications

BOOK NOW.... 

You're warmly invited to enjoy a 
festive lunch, followed by 
entertainment for children and time 
for adults to chat. A great 
opportunity to meet others - do book 
early to secure your place and avoid 
disappointment.  

EASTERN WINTER EVENT 

Date: Sunday 20th November 2016 
Venue: Manor of Groves Hotel, 
Sawbridgeworth, Hertfordshire, 
CM21 0JU 

SOUTHERN WINTER EVENT 

Date: Saturday 3rd December 2016 
Venue: Hotel Miramar, 
Bournemouth, Dorset, BH1 3AL 

NORTHERN WINTER EVENT 

Date: Sunday 4th December 2016 
Venue: The Blackwell Grange Hotel, 
Darlington, County Durham, DL3 8QH 

For more information and to book, 
visit our website 
www.smasupportuk.org.uk/winter- 
events-2016 or call the office on 
01789 267 520. 

There is no charge for adults and 
families affected or bereaved by SMA 
but donations are very welcome. 

We have just released another new Route Map, this time for people affected by 
Adult Onset SMA. You can explore it at www.routemapforsma.org.uk 

Thanks also to the families bereaved by SMA Type 1  
or SMARD who have helped produce a new resource  
called ‘Family Experiences of Bereavement’. We  
hope what is shared here will be of support to  
others. You can find it with other related  
publications at www.smasupportuk.org.uk/facing-bereavement 

End of life care
Our Clinical Care Research Correspondent, Dr Alex Murphy, 
hopes that his latest article will help to open up this sensitive 
and important aspect of healthcare for discussion within  
families affected by SMA Type 1 or SMARD. It is also for  
anyone affected by any type of SMA which may bring severe 
health care challenges and the potential of significant or  
critical episodes.  
You can read it at www.smasupportuk.org.uk/clinical-care

conference-2016

Clinical trial drug developments 
Many of you will have been following the progress of Biogen's  
Nusinersen trials. At the time of going to press we have no  
further news than was in our Scientific Research  
Correspondent's update on 2nd August 2016. Any further  
updates will appear on our website research updates  
noticeboard at www.smasupportuk.org.uk/research We will 
also alert you to any updates via our social media feeds.

New leaflets
We have a new set of leaflets about what we do, how you can  
help us and a simple summary 'What is SMA' amongst others. 
You may wish to pass these on to family, friends and  
colleagues. 

You can find these at www.smasupportuk.org.uk/our-leaflets

Tel: 01789 267 520  Email: office@smasupportuk.org.uk  Web: www.smasupportuk.org.uk           @SMASupportUK             /SMASupportUK
Registered Charity Number 1106815. Company Limited by Guarantee No. 5137534. Registered in England and Wales.

Winter

Events 2016
What's been happening?

New publications

BOOK NOW.... 

You're warmly invited to enjoy a 
festive lunch, followed by 
entertainment for children and time 
for adults to chat. A great 
opportunity to meet others - do book 
early to secure your place and avoid 
disappointment.  

EASTERN WINTER EVENT 

Date: Sunday 20th November 2016 
Venue: Manor of Groves Hotel, 
Sawbridgeworth, Hertfordshire, 
CM21 0JU 

SOUTHERN WINTER EVENT 

Date: Saturday 3rd December 2016 
Venue: Hotel Miramar, 
Bournemouth, Dorset, BH1 3AL 

NORTHERN WINTER EVENT 

Date: Sunday 4th December 2016 
Venue: The Blackwell Grange Hotel, 
Darlington, County Durham, DL3 8QH 

For more information and to book, 
visit our website 
www.smasupportuk.org.uk/winter- 
events-2016 or call the office on 
01789 267 520. 

There is no charge for adults and 
families affected or bereaved by SMA 
but donations are very welcome. 

We have just released another new Route Map, this time for people affected by 
Adult Onset SMA. You can explore it at www.routemapforsma.org.uk 

Thanks also to the families bereaved by SMA Type 1  
or SMARD who have helped produce a new resource  
called ‘Family Experiences of Bereavement’. We  
hope what is shared here will be of support to  
others. You can find it with other related  
publications at www.smasupportuk.org.uk/facing-bereavement 

End of life care
Our Clinical Care Research Correspondent, Dr Alex Murphy, 
hopes that his latest article will help to open up this sensitive 
and important aspect of healthcare for discussion within  
families affected by SMA Type 1 or SMARD. It is also for  
anyone affected by any type of SMA which may bring severe 
health care challenges and the potential of significant or  
critical episodes.  
You can read it at www.smasupportuk.org.uk/clinical-care

conference-2016

Clinical trial drug developments 
Many of you will have been following the progress of Biogen's  
Nusinersen trials. At the time of going to press we have no  
further news than was in our Scientific Research  
Correspondent's update on 2nd August 2016. Any further  
updates will appear on our website research updates  
noticeboard at www.smasupportuk.org.uk/research We will 
also alert you to any updates via our social media feeds.

New leaflets
We have a new set of leaflets about what we do, how you can  
help us and a simple summary 'What is SMA' amongst others. 
You may wish to pass these on to family, friends and  
colleagues. 

You can find these at www.smasupportuk.org.uk/our-leaflets

Tel: 01789 267 520  Email: office@smasupportuk.org.uk  Web: www.smasupportuk.org.uk           @SMASupportUK             /SMASupportUK
Registered Charity Number 1106815. Company Limited by Guarantee No. 5137534. Registered in England and Wales.

Winter

Events 2016
What's been happening?

New publications

BOOK NOW.... 

You're warmly invited to enjoy a 
festive lunch, followed by 
entertainment for children and time 
for adults to chat. A great 
opportunity to meet others - do book 
early to secure your place and avoid 
disappointment.  

EASTERN WINTER EVENT 

Date: Sunday 20th November 2016 
Venue: Manor of Groves Hotel, 
Sawbridgeworth, Hertfordshire, 
CM21 0JU 

SOUTHERN WINTER EVENT 

Date: Saturday 3rd December 2016 
Venue: Hotel Miramar, 
Bournemouth, Dorset, BH1 3AL 

NORTHERN WINTER EVENT 

Date: Sunday 4th December 2016 
Venue: The Blackwell Grange Hotel, 
Darlington, County Durham, DL3 8QH 

For more information and to book, 
visit our website 
www.smasupportuk.org.uk/winter- 
events-2016 or call the office on 
01789 267 520. 

There is no charge for adults and 
families affected or bereaved by SMA 
but donations are very welcome. 

We have just released another new Route Map, this time for people affected by 
Adult Onset SMA. You can explore it at www.routemapforsma.org.uk 

Thanks also to the families bereaved by SMA Type 1  
or SMARD who have helped produce a new resource  
called ‘Family Experiences of Bereavement’. We  
hope what is shared here will be of support to  
others. You can find it with other related  
publications at www.smasupportuk.org.uk/facing-bereavement 

End of life care
Our Clinical Care Research Correspondent, Dr Alex Murphy, 
hopes that his latest article will help to open up this sensitive 
and important aspect of healthcare for discussion within  
families affected by SMA Type 1 or SMARD. It is also for  
anyone affected by any type of SMA which may bring severe 
health care challenges and the potential of significant or  
critical episodes.  
You can read it at www.smasupportuk.org.uk/clinical-care

conference-2016

Clinical trial drug developments 
Many of you will have been following the progress of Biogen's  
Nusinersen trials. At the time of going to press we have no  
further news than was in our Scientific Research  
Correspondent's update on 2nd August 2016. Any further  
updates will appear on our website research updates  
noticeboard at www.smasupportuk.org.uk/research We will 
also alert you to any updates via our social media feeds.

New leaflets
We have a new set of leaflets about what we do, how you can  
help us and a simple summary 'What is SMA' amongst others. 
You may wish to pass these on to family, friends and  
colleagues. 

You can find these at www.smasupportuk.org.uk/our-leaflets

Tel: 01789 267 520  Email: office@smasupportuk.org.uk  Web: www.smasupportuk.org.uk           @SMASupportUK             /SMASupportUK
Registered Charity Number 1106815. Company Limited by Guarantee No. 5137534. Registered in England and Wales.

1. Hello Mr Snow/
Hello Mrs Snow
Christmas Cards

(Pack of 10 cards - 5 of 
each design)

£3.00 

4. Smasheroo
An uplifting children's book 

by Hania Myers

£3.99

5. Tilly Smiles
Book about the achivements 

and adventures of Tilly Griffiths 
£10.00

6. SMA Type 2 and Me
Book aimed at 8 to 12 year 

olds who want to learn more 
about SMA

Please complete the order form overleaf and make any cheques payable to 'SMA Support UK'
o Please send your completed form to: SMA Support UK, 40 Cygnet Court, Timothy's Bridge Road, Stratford upon Avon,

CV37 9NW
o Or visit our online shop: www.smasupportuk.org.uk/merchandise

9. SMA Support UK Hoodie
Colours: Magenta and Navy

Sizes: XS, S, M , L and XL
£23.00 each

7. SMA Support UK
Mugs

Colours: Magenta and Blue
£5.00 each

8. SMA Support UK
Wristbands

Colours: Blue, Magenta,
Pink, Red and Green 

£1.00 each£5.00

2. Magic
Reindeer Food

A magical mixture of 
sugar crystals & oats

£1.00 each

3. Santa Kit
Letter to Santa, Christmas 

wish list, envelope and 
door hanger
£1.00 each

Scholarship successes Thank you!
In 2015/16, SMA Support UK was able to give nine young 
people with SMA who were in Further or Higher Education a 
£1,000 Access Scholarship Award. We have really enjoyed 
reading their reports about how they used the money to assist 
their studies and what they achieved.  

One of them was Tracy Cox who  
has SMA Type 3 and was taking an  
Art Foundation Course. Tracy used  
her award to help her live in  
suitable independent  
accommodation and to buy an  
image stabilising camera to  
counteract her hand tremors,  
allowing her to take better images  
for her projects. You can see some  
of the images that were in her  
finalexhibition in the photo. Tracy  
achieved a Merit in her course  
which was at Loughborough University.  

You can read more about Tracy's course and what some of the 
other students got up to at  
www.smasupportuk.org.uk/personal-experiences-type2-type3 

We regret that we are not in a position to be able to provide 
these grants for 2016/17.

A huge thank you to all of our fundraisers over the last few 
months; we are incredibly grateful for your support and 
generosity, including: 
- Sarah Wilson who held a Coffee and Cake Day and raised an 
incredible £526! Thank you Sarah! 
- We would like to thank Magda who held her annual garden 
party and raised a fantastic £620! 
- Thank you to Mark Webb and everyone involved in 
BBWF2016 who held a great TVR event at Top Cats Racing and 
raised £500! 
- Thank you to the incredible Team Nelle who completed the 
Ironman in July; they have now raised over £26,500! 
- Thank you to Carl Rooney who has been running all over for 
SMA Support UK! Most recently he's completed the Ouse 
Valley Way, Kimbolton Half Marathon, St Neots Riverside 10k 
and Ipswich Twilight 10k!   

We also have a section on our website to thank all of the 
wonderful people who have committed to donating regularly 
to support our work. You can visit the page here: 
www.smasupportuk.org.uk/donate-regularly 

Christmas merchandise
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Ask a Question
If there’s something you want to ask others, 
we can send your questions, by email, 
to the many people who have now signed up to our 
Shared Experiences Network.

www.smasupportuk.org.uk/ask-a-question
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Winter

Events 2016
What's been happening?

New publications

BOOK NOW.... 

You're warmly invited to enjoy a 
festive lunch, followed by 
entertainment for children and time
for adults to chat. A great 
opportunity to meet others - do book
early to secure your place. 

 EASTERN GET TOGETHER

Date: Sunday 20th November 2016 
Venue: Manor of Groves Hotel, 
Sawbridgeworth, Hertfordshire, 
CM21 0JU 

 SOUTHERN GET TOGETHER

Date: Saturday 3rd December 2016 
Venue: Hotel Miramar, 
Bournemouth, Dorset, BH1 3AL 

NORTHERN GET TOGETHER 

Date: Sunday 4th December 201 6 
Venue: The Blackwell Grange Hotel, 
Darlington, County Durham, DL3 8QH 

For more information and to book, 
visit our website: 
www.smasupportuk.org.uk/winter- 

events-2016 or call the office o n 
01789 267 520. 

There is no charge for individuals  and 
families affected or bereaved by SMA 
but donations are very welcome. 

We have just released another new Route Map, this time for people affected by 
Adult Onset SMA. You can explore it at www.routemapforsma.org.uk 

Thanks also to the families bereaved by SMA Type 1  
or SMARD who helped us produce a new resource 
called ‘Family Experiences of Bereavement’. We

others. You can find it with other related  
publications at www.smasupportuk.org.uk/facing-bereavement 

End of life care
Our Clinical Care Research Correspondent, Dr Alex Murphy, 
hopes that his latest article will help to open up this sensitive 
and important aspect of healthcare for discussion within
families affected by SMA Type 1 or SMARD. It is also for
anyone affected by any type of SMA which may bring severe
health care challenges and the potential of significant or  
critical episodes.  
You can read it at www.smasupportuk.org.uk/clinical-care

Clinical trial drug developments 
Many of you will have been following the progress of the Ionis  
sponsored ENDEAR phase 3 study in infants with SMA Type 1  
(part of the nusinersen trials now being followed through by   
Biogen). At the time of going to press (Sept 14th), a statement
about the next steps in the UK is being prepared by the London
and Newcastle specialist centres. We expect to have this out to you via
social media and posted on our website research updates noticeboard by
the time this newsletter reaches you: www.smasupportuk.org.uk/research

New leaflets
We have a new set of leaflets about what we do, how you can  
help us and a simple summary 'What is SMA' amongst others. 
You may wish to pass these on to family, friends and
colleagues. 

You can find these at www.smasupportuk.org.uk/our-leaflets
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want to learn more about
SMA Type 2
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Scholarship successes Thank you!
In 2015/16, SMA Support UK was able to give nine young 
people with SMA who were in Further or Higher Education a 
£1,000 Access Scholarship Award. We have really enjoyed 
reading their reports about how they used the money to assist 
their studies and what they achieved.  

One of them was Tracy Cox who  
has SMA Type 3 and was taking an  
Art Foundation Course. Tracy used  
her award to help her live in  
suitable independent  

accommodation and to buy an  
image stabilising camera to  
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 Particular people to thank this time include:
 * Sarah Wilson who held a Coffee and Cake Day and raised an 

 incredible £526.
 *   Magda Sereda who held her annual garden party and raised a

 fantastic £620  
 * Mark Webb and everyone involved in BBWF2016 who held 
 a great TVR event at Top Cats Racing and raised £500. 

 
* The incredible Team Nelle who completed the Ironman in

hope what is shared here will be of support to July; they have now raised over £26,500.

 
* Carl Rooney who has been running all over for us.
 Most recently he's completed the Ouse Valley Way, 
 Kimbolton Half Marathon, St Neots Riverside 10k and
 Ipswich Twilight 10k   

 
 You can also visit our website page at:

www.smasupportuk.org.uk/donate-regularly where we thank
 all of the wonderful people who have committed to donating
regularly to support our work.

Ideal Christmas Gifts

 we are incredibly
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Winter

Events 2016
What's been happening?

New publications

BOOK NOW.... 

You're warmly invited to enjoy a 
festive lunch, followed by 
entertainment for children and time 
for adults to chat. A great 
opportunity to meet others - do book 
early to secure your place and avoid 
disappointment.  

EASTERN WINTER EVENT 

Date: Sunday 20th November 2016 
Venue: Manor of Groves Hotel, 
Sawbridgeworth, Hertfordshire, 
CM21 0JU 

SOUTHERN WINTER EVENT 

Date: Saturday 3rd December 2016 
Venue: Hotel Miramar, 
Bournemouth, Dorset, BH1 3AL 

NORTHERN WINTER EVENT 

Date: Sunday 4th December 2016 
Venue: The Blackwell Grange Hotel, 
Darlington, County Durham, DL3 8QH 

For more information and to book, 
visit our website 
www.smasupportuk.org.uk/winter- 
events-2016 or call the office on 
01789 267 520. 

There is no charge for adults and 
families affected or bereaved by SMA 
but donations are very welcome. 

We have just released another new Route Map, this time for people affected by 
Adult Onset SMA. You can explore it at www.routemapforsma.org.uk 

Thanks also to the families bereaved by SMA Type 1  
or SMARD who have helped produce a new resource  
called ‘Family Experiences of Bereavement’. We  
hope what is shared here will be of support to  
others. You can find it with other related  
publications at www.smasupportuk.org.uk/facing-bereavement 

End of life care
Our Clinical Care Research Correspondent, Dr Alex Murphy, 
hopes that his latest article will help to open up this sensitive 
and important aspect of healthcare for discussion within  
families affected by SMA Type 1 or SMARD. It is also for  
anyone affected by any type of SMA which may bring severe 
health care challenges and the potential of significant or  
critical episodes.  
You can read it at www.smasupportuk.org.uk/clinical-care

conference-2016

Clinical trial drug developments 
Many of you will have been following the progress of Biogen's  
Nusinersen trials. At the time of going to press we have no  
further news than was in our Scientific Research  
Correspondent's update on 2nd August 2016. Any further  
updates will appear on our website research updates  
noticeboard at www.smasupportuk.org.uk/research We will 
also alert you to any updates via our social media feeds.

New leaflets
We have a new set of leaflets about what we do, how you can  
help us and a simple summary 'What is SMA' amongst others. 
You may wish to pass these on to family, friends and  
colleagues. 

You can find these at www.smasupportuk.org.uk/our-leaflets
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1. Hello Mr Snow/
Hello Mrs Snow
Christmas Cards

(Pack of 10 cards - 5 of 
each design)

£3.00 

4. Smasheroo
An uplifting children's book 

by Hania Myers

£3.99

5. Tilly Smiles
Book about the achivements 

and adventures of Tilly Griffiths 
£10.00

6. SMA Type 2 and Me
Book aimed at 8 to 12 year 

olds who want to learn more 
about SMA

Please complete the order form overleaf and make any cheques payable to 'SMA Support UK'
o Please send your completed form to: SMA Support UK, 40 Cygnet Court, Timothy's Bridge Road, Stratford upon Avon,

CV37 9NW
o Or visit our online shop: www.smasupportuk.org.uk/merchandise

9. SMA Support UK Hoodie
Colours: Magenta and Navy

Sizes: XS, S, M , L and XL
£23.00 each

7. SMA Support UK
Mugs

Colours: Magenta and Blue
£5.00 each

8. SMA Support UK
Wristbands

Colours: Blue, Magenta,
Pink, Red and Green 

£1.00 each£5.00

2. Magic
Reindeer Food

A magical mixture of 
sugar crystals & oats

£1.00 each

3. Santa Kit
Letter to Santa, Christmas 

wish list, envelope and 
door hanger
£1.00 each

Scholarship successes Thank you!
In 2015/16, SMA Support UK was able to give nine young 
people with SMA who were in Further or Higher Education a 
£1,000 Access Scholarship Award. We have really enjoyed 
reading their reports about how they used the money to assist 
their studies and what they achieved.  

One of them was Tracy Cox who  
has SMA Type 3 and was taking an  
Art Foundation Course. Tracy used  
her award to help her live in  
suitable independent  
accommodation and to buy an  
image stabilising camera to  
counteract her hand tremors,  
allowing her to take better images  
for her projects. You can see some  
of the images that were in her  
finalexhibition in the photo. Tracy  
achieved a Merit in her course  
which was at Loughborough University.  

You can read more about Tracy's course and what some of the 
other students got up to at  
www.smasupportuk.org.uk/personal-experiences-type2-type3 

We regret that we are not in a position to be able to provide 
these grants for 2016/17.

A huge thank you to all of our fundraisers over the last few 
months; we are incredibly grateful for your support and 
generosity, including: 
- Sarah Wilson who held a Coffee and Cake Day and raised an 
incredible £526! Thank you Sarah! 
- We would like to thank Magda who held her annual garden 
party and raised a fantastic £620! 
- Thank you to Mark Webb and everyone involved in 
BBWF2016 who held a great TVR event at Top Cats Racing and 
raised £500! 
- Thank you to the incredible Team Nelle who completed the 
Ironman in July; they have now raised over £26,500! 
- Thank you to Carl Rooney who has been running all over for 
SMA Support UK! Most recently he's completed the Ouse 
Valley Way, Kimbolton Half Marathon, St Neots Riverside 10k 
and Ipswich Twilight 10k!   

We also have a section on our website to thank all of the 
wonderful people who have committed to donating regularly 
to support our work. You can visit the page here: 
www.smasupportuk.org.uk/donate-regularly 

Christmas merchandise
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Christmas merchandise
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Ask a Question
If there’s something you want to ask others, 
we can send your questions, by email, 
to the many people who have now signed up to our 
Shared Experiences Network.

www.smasupportuk.org.uk/ask-a-question
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Inspirations

Doug Henderson,
Managing Director

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.
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Autumn 2016

Welcome to our Autumn issue What's coming up?
Christmas starts here! For the sake of efficiency, we have 
combined our Christmas card order form with this Autumn 
newsletter, so please take a look and place your order early 
using the form on the back page. Alternatively, use our 
website www.smasupportuk.org.uk/merchandise   
 Every Christmas card sold, every bauble hung on our virtual 
 tree, every Santa run completed, makes a difference. 
 Also our Christmas Jumper Day on December 9th is
another great and easy way to raise essential funds for us
and also increase awareness of SMA.
It has been a difficult year for us financially and we have  
been making every effort to be as cost efficient as possible.  
Sadly finances have meant that, at this stage, we can only  
offer three winter events (details inside). We are doing our best 
for Northern Ireland and Scotland and, if we are successful,
will contact people in these regions.  
Thanks to all of you who support us,  
we are seeing hopeful signs that
things are picking up again.

Wishing you all the best for

 It's UK SMA Awareness Week this week!
SMA Awareness Week is running from 24th September to 1st 

October. SMA Support UK and the SMA Trust are  
working together again to raise public awareness of the facts 
and impact of SMA and the need for more support and 
research.  
 
Find out how you can get involved and spread the word about 
#WhatIsSMA on our website: 
www.smasupportuk.org.uk/sma-awareness-week-2016 

Christmas Jumper Day for SMA

Next edition of Inspirations
The next issue of Inspirations will come to you in March and 
will be for ‘Spring 2017’. This will be followed by our 
‘Autumn 2017’ round up arriving this time next year. 
You can also receive monthly email updates by signing up to 
re  ceive 'E-News' www.smasupportuk.org.uk/ 
sign-up-for-mailings

Yes we are doing it again!

Day for SMA is on Friday  
9th December. We  
hope you will join us to  
make this one the biggest  
yet! It is really easy to get  
involved; simply wear  
your favourite festive  
sweater for the day and  
donate £1 to help us  
support families affected  
by SMA. You can text  
 ‘XMAS22 £1' to  

0070 to m7 ake your donation   
 

 
Why not get your school or workplace involved?

 
For more information and to request your free pack 
visit www.smasupportuk.org.uk/christmas-jumper-day or 
contact the office.

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 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. 

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.

Research

www.smasupportuk.org.uk/research
support initiatives that: strengthen the connections between 

practitioners; improve the
vance progress towards

– our funding ensures researchers,  
an 

You can make a difference today

Text
‘SMAS01 £5’ to 

70070 to donate £5. 

‘SMAS01 £10’ 
to 70070 to 
donate £10.

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, including direct confidential contact 
with one of our Peer Support Volunteers, and social and support 
events. 

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. 

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. 

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

For more information see our website or contact the office on 
01789 267 520.
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Order Form

Name...............................................

Address...........................................

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

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

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

Postcode.........................................

Email..............................................

6-10 items =£5.00         10+items = call office for price

Postage PricesTel No. ...........................................  
1-2 items= £2.00           3-5 items =£4.00

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.
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Autumn 2016

Welcome to the Autumn issue What's coming up?
Christmas starts here! For the sake of efficiency, we have 
combined our Christmas card order form with this Autumn 
newsletter, so please take a look and place your order early 
using the form on the back page. Alternatively, use our 
website www.smasupportuk.org.uk/merchandise   

The first quarter of the new fiscal year, April – July, has been 
difficult but we have achieved our financial goals thanks to 
the hard work and dedication of our supporters. The run up 
to Christmas is traditionally a good period for our charity so 
please keep up your valued support; every Christmas card 
sold, every bauble hung on our virtual tree, every Santa run 
completed, makes a difference. Remember our Christmas 
Jumper Day on the 9th December - another great and easy 
way to raise essential funds for us. Whenever  
possible, please use social media  
to maximise awareness raising and  
together let’s make 2016 the  
best year yet. 

Thank you.

It is UK SMA Awareness Week this week!
SMA Awareness Week runs from 24th September to 1st 
October 2016. SMA Support UK and the SMA Trust are 
working together again to raise public awareness of the facts 
and impact of SMA and the need for more support and 
research.  

Find out how you can get involved and spread the word about 
#WhatIsSMA on our website: 
www.smasupportuk.org.uk/sma-awareness-week-2016 

Christmas Jumper Day for SMA!

Next edition of Inspirations
The next issue of Inspirations will come to you in March and 
will be for ‘Spring 2017’. This will be followed by our 
‘Autumn 2017’ round up arriving this time next year. 
You can also receive monthly email updates by signing up to 
receive 'E-News' http://www.smasupportuk.org.uk/ 
sign-up-for-mailings

We can’t wait for this  
year’s Christmas Jumper  
Day for SMA on Friday  
9th December and we  
hope you can join us to  
make this one the biggest  
yet! It is really easy to get  
involved; simply wear  
your favourite festive  
sweater for the day and  
donate £1 to help us  
support families affected  
by SMA. You can even  
text ‘XMAS22 £1’ to  
70070 to make your  
donation! 

Why not get your school or workplace involved by requesting 
one of our free fundraising packs. 

For more information and to request your very own free pack 
visit www.smasupportuk.org.uk/christmas-jumper-day or 
contact the office.
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best year yet. 

Thank you.

It is UK SMA Awareness Week this week!
SMA Awareness Week runs from 24th September to 1st 
October 2016. SMA Support UK and the SMA Trust are 
working together again to raise public awareness of the facts 
and impact of SMA and the need for more support and 
research.  

Find out how you can get involved and spread the word about 
#WhatIsSMA on our website: 
www.smasupportuk.org.uk/sma-awareness-week-2016 

Christmas Jumper Day for SMA!

Next edition of Inspirations
The next issue of Inspirations will come to you in March and 
will be for ‘Spring 2017’. This will be followed by our 
‘Autumn 2017’ round up arriving this time next year. 
You can also receive monthly email updates by signing up to 
receive 'E-News' http://www.smasupportuk.org.uk/ 
sign-up-for-mailings

We can’t wait for this  
year’s Christmas Jumper  
Day for SMA on Friday  
9th December and we  
hope you can join us to  
make this one the biggest  
yet! It is really easy to get  
involved; simply wear  
your favourite festive  
sweater for the day and  
donate £1 to help us  
support families affected  
by SMA. You can even  
text ‘XMAS22 £1’ to  
70070 to make your  
donation! 

Why not get your school or workplace involved by requesting 
one of our free fundraising packs. 

For more information and to request your very own free pack 
visit www.smasupportuk.org.uk/christmas-jumper-day or 
contact the office.
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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. 

You can make a difference today

Text
‘SMAS01 £5’ to

70070 to donate £5. 

‘SMAS01 £10’
to 70070 to 
donate £10.

About SMA Support UK…

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, including direct confidential contact
with one of our Peer Support Volunteers, and social and support 
events. 

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. 

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. 

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

For more information see our website or contact the office on 
01789 267 520.
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Order Form

Name...............................................

Address...........................................

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

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

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

Postcode.........................................

Email..............................................

6-10 items =£5.00 10+items = call office for price

Postage PricesTel No. ........................................... 1-2 items= £2.00 3-5 items =£4.00

Your generosity is the reason why we can continue supporting individuals and families affected by SMA and raise awareness of the condition. 

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.

‘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’ 

Your generosity is the reason why we can continue supporting individuals and families affected by SMA 

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.
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the festive season.

This year Christmas Jumper
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