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Screening for SMA?
An invitation by Dr Felicity Boardman to take part in a survey.

Protection for the Future - Part 1
Carolyn Bates summarises information about the legal
position within Trusts.

Research
A summary of the findings from the latest SMA related research.

The UK Patient Registry Update
The latest information on the UK Patient Registry, including
the registry upgrade.

SMA Scientist Q and A
An interview with Tom Wishart, who has made a number of
significant contributions to the SMA research field and is
currently working to improve our understanding of the
nervous system.

An Inspirational fundraising feat
Julian Williams shares his experiences of taking the huge
challenge of the Welsh 14 peaks which was inspired by his
daughter Molly.

Get Involved!
Information on how to get involved with Jeans for Genes this
year and also information on how to apply to become a
trustee for SMA Support UK.

It’s beginning to look a lot like Christmas…
Find out more about our fantastically festive ways to get
involved this year!

Fantastic Fundraising Events!
Find our more about the wide variety of fundraising events
that we have on offer!

Thanks to…
An overview of the amazing support we have received over
the past 6 months.

A Special Thank You
Helen McAfee gives a special thank you to her mum, Ruth
Turton, for her continued support of the Jennifer Trust, now
SMA Support UK.

Hope for Tomorrow
How to get involved in our regular donor scheme.
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Inspirations is Spinal Muscular Atrophy Support
UK’s magazine. We are always interested in your
comments and welcome potential contributions
for future editions. We reserve the right to edit
material prior to publication. The views expressed
in this magazine are not necessarily those of
Spinal Muscular Atrophy Support UK.

Front Cover:

Thank you to José Rogers for
capturing the spirit of SMA
Support UK’s Conference 2014
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My name is Doug Henderson. For those that are not

aware, I have been working for the charity initially in

2006-7 and returning again in 2009. On July 1st this

year I took over as Managing Director having covered

the role at various times since January 2013. As you

know, over the last 2 years we have been through a

real drive to refresh our image, strengthen our work

with partners and reduce our costs whilst increasing

our service provision. That work will continue and it’s

pleasing to see new services being launched including

the Equipment Grant Scheme, and the Equipment

Recycling Project. We hosted another family

conference in June which, after feedback we received

from our supporters, returned to a two day format. 

Our finances remain stable which is pleasing, but our

intention moving forward is to grow the charity by

increasing service provision and funding in areas that are

clearly in need of our support. We need to hear from our

members and supporters to help us shape our future work.

I flourish on working with other organisations, 

making sure not to duplicate each other’s work but

strengthening our message and impact through

partnership. We have worked hard with The SMA

Trust this year to maximise our impact in SMA

Awareness month which took place in August. We

have also worked with both The SMA Trust and the

MDC to improve public and media understanding of

SMA. We are proud to be part of SMA Europe as it

further develops as a group well prepared for future

clinical trials. We have maintained our partnership

with TREAT-NMD and continue to fund the UK SMA

Patient Registry Curator post.

I think it is important to reiterate that although we have

changed our name, we will never forget our founder,

Anita MaCaulay, her family and all those who helped

the charity get to the place it is at today. Our charitable

objectives remain the same as they were in 1986.

I hope you will all join us next year in celebrating the

30th anniversary of the charity. With a good wind

behind us I trust there will be another 30 to come.

to the Autumn Edition
of Inspirations.

Welcome

Doug.

About SMA Support UK…
Information and Support
Our small experienced and qualified support 
services team offers emotional support, practical
advice and guidance.

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 publish a wide range of information
on many aspects of SMA. We can also signpost to
other sources of advice.

Campaigns and Consultations – we keep you up to
date with ones that may be of interest.

Multi-sensory toy packs – provide play opportunities
for families with babies newly diagnosed with 
SMA Type 1 and are sent out immediately 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
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
Correspondent keeps families and the wider 
SMA community up-to-date with 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 contact details.
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At present, only

families who have a

confirmed diagnosis

of SMA are offered

carrier testing and

prenatal diagnosis

for subsequent

pregnancies by 

the NHS, but there

have been calls in

countries such as

the United States 

as well as within 

the UK, to introduce

screening for SMA of the whole population. However,

screening for SMA remains a controversial issue

amongst families living with SMA, and elicits a range

of reactions and ideas. All of these reactions are valid

and important and need recording and presenting

for policy makers to consider.

Screening the whole population for SMA could be

done in various ways. The screening could be done

‘pre-conceptually’ (i.e. genetically testing a couple for

carrier status before a pregnancy is established) or

‘prenatally’ (i.e. genetically testing a couple once they

are already pregnant, and offering a test of the

foetus where both parents are found to be carriers of

SMA). Screening for SMA could also be done shortly

after the birth of a child and this is called newborn

screening. This test would be done to see if the child

has SMA. 

The reasons that the UK National Screening

Committee listed for not recommending screening at

this time in the UK included a lack of evidence about

the number of people affected by SMA in the UK,

concerns about the reliability of the test that would

be used and also the inability of the screening test 

to differentiate between the Types of SMA (meaning

that although the test would identify SMA, it could

not differentiate between those more mildly 

or severely affected), which was considered key

information to those undergoing the screening.  

The policy is due to be reviewed again in

approximately three years’ time (2016/17).

Whilst the technical difficulties associated 

with screening tests was highlighted by the

consultation, so too was the lack of information

about what families currently living with SMA feel

about screening. In order for a screening programme

to be recommended to the government, the UK

National Screening Committee has to consider

whether the programme is ‘socially and ethically

acceptable’ to the public and health care

professionals, including those families already living

with the condition. In the case of SMA, there is no

research evidence documenting what families feel

about screening, and yet this appears to be key

evidence for the committee.

My research study, called ‘Imagining Futures: the

social and ethical implications of genetic screening’ 

is a 3 year project being conducted at Warwick

Medical School and funded by the Economic and

Screening for SMA? An invitation by Dr Felicity Boardman to take part in a survey.

In December 2013, the UK National Screening Committee (the advisory board 
to the government on issues relating to screening) decided, after a national
consultation which began in May of the same year, not to recommend 
population level screening for Spinal Muscular Atrophy at this time. 
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Social Research Council.  It aims to address this gap

in research evidence and explore the ways in which

people living with SMA in their family understand 

and feel about the social and ethical issues that

surround population level screening for SMA. My aim

is to present this evidence to the UK National

Screening Committee in their next policy review of

SMA screening (2016/17).

The Imagining Futures project builds on my earlier

interview study, conducted between 2006 and 2010

with 54 people living with SMA in their family

(contacted through SMA Support UK - then the

Jennifer Trust). This explored their attitudes towards

the use of prenatal testing and selective termination

for SMA. This study found that people’s experiences

with SMA were key to their views around, and use of,

prenatal tests and pregnancy termination for SMA. 

Earlier this year, I invited the participants from this

2006 study to be re-interviewed about their

experiences since their first interview, and also to

describe their views about a possible screening

programme for SMA. I completed the interviews in

April 2014, and used the responses to develop a

survey (the SMA Screening Survey (UK)), a copy of

which has been included with this Inspirations

newsletter. This survey is designed to further explore

how families living with SMA feel about screening

and to get a more widespread picture of the range of

views on the topic. 

I sought advice on the design of this survey from

people both personally and professionally involved

with SMA. An expert review panel of people living

with SMA was set up in 2013, and met for the first

time in October 2013 to discuss the initial results of

the interviews, and to give feedback on ideas for the

survey. The panel was re-contacted in June 2014 to

offer feedback on the survey as it was being

developed. Further information about members of

the Expert Review Panel can be found on the project

website (www.warwick.ac.uk/imagining_futures).

It is important for the research that as many people

as possible complete the survey, so that an accurate

and detailed picture of the views of families living

with SMA on screening can be presented to the

National Screening Committee in 2016/17. You are

invited to complete this survey if you are aged 18 or

over, live in the UK, and have any form of SMA in your

family (including its variant forms, e.g. SMARD,

Kennedy’s, Spinal Bulbar Muscular Atrophy etc.) or

have the condition yourself. I am interested to hear

from a range of family members (e.g. aunts/uncles,

cousins, siblings, grand-parents, step- and half-

relatives) or anyone who considers themselves a

‘family member’ of someone with SMA. It is

important that you fill in the survey as an individual,

rather than on behalf of your whole family because

everyone feels differently about screening, even

within families and it is important that this is

reflected in the results. Whilst only one copy of 

the survey is provided with this newsletter, 

you can ask for additional copies by emailing

SMAscreeningsurvey@warwick.ac.uk or 

alternatively you can fill in the survey online at

www.warwick.ac.uk/smascreeningsurvey 

I hope you will take the time to complete the survey

so that families living with SMA can have a voice in

the next policy consultation on screening for SMA.

The anonymous results of the survey will be

published in Inspirations in autumn/winter 2015.
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It is important for everyone to have their affairs in

order but if you have a child, dependant or family

member who will need to pay for care and support in

the future, this is vital.   It is important to take

professional advice but the following information will

give you a head start.

Trusts
Trusts are a great way of flexibly and safely providing

for someone who has care and support needs as well

as for anyone else you choose. Anyone you include is

referred to as a ‘beneficiary’. Trusts can be set up

during your lifetime or after death (in a will).

What is a Trust?
You choose trusted people (‘Trustees’) to be

custodians of the fund you set up and pay into, that

they then manage.  As trustees, they have a duty to

deal with the fund in line with the terms of your trust

and provide for the beneficiaries you have named.  

Why have a Trust and what Type?
A trust allows your trustees to control, protect and

apply the funds for your chosen beneficiary and for

future generations. Most trusts are also very flexible

so they can take into account changing

circumstances.  Importantly, anyone who is the

beneficiary of a trust does not ‘own’ the fund, so

when it comes to any means testing for any benefits,

this money is not included in their income.  Trusts

can also be a useful for tax planning.

Once a trust is set up, anyone can add money to it so

this may be useful for wider family who may want to

make gifts to the beneficiary either during their own

lifetime or in a will. You can view your trust as a

‘family trust’ that is a longstanding arrangement that

all the family can contribute to.

Types of Trust 
There are a few different types and your advisor will

help you decide which one is right for you and your

family.  Here is a brief summary of what is available:

Life Interest 
This enables you to provide income produced by the

fund for the beneficiary during their lifetime.  This

can include occupation of a property. After that, the

trust fund passes to your other chosen beneficiaries

such as siblings, grandchildren etc.   If you have a

small family or your wider family are already wealthy,

it is possible to include charitable bequests once the

life interest fund is no longer required.

Note that in this case, the income produced by the

trust and paid to the beneficiary will be taken into

account for means tested benefits but the value of

the actual trust fund itself will not.  

With this type of trust, the beneficiary must be able

to manage the income they receive. 

Discretionary 
This is the most flexible arrangement.  The trustees

have the power to decide who to benefit, when and

how.  You would include a list of people who the

trustees can choose between.  Importantly, the

existence of this discretion means that the trust fund

does not belong to any of the people who may

benefit from it and so preserves any entitlement to

Government funded support.  Any amounts paid to a

beneficiary can be controlled to ensure that they fall

within acceptable limits and so will not affect benefits.

These sorts of Trusts are subject to quite complex

tax treatment so it is a good idea to have some

professional advice about this and particularly before

making any payments to beneficiaries.  

Protection for the Future 
A Straightforward Guide to the Legal Stuff - Part 1

We are often asked for advice about protecting children’s,
young people’s and adults’ financial futures. Caroline Bates, a
specialist in this area of law and a Partner at Wright Hassall,
a local legal firm, led a workshop on this topic at Conference.
We asked her to summarise some of the key points.
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Discretionary trusts can provide for needs that aren’t

necessarily met by Government funded support such

as specialist equipment, holidays or computers.  

The trustees purchase these items using the fund.

This means that the beneficiary does not receive the

money.  The item or service has already been

purchased by the trustees.  In this way, there is no

danger of benefits being affected. 

As with the life interest trust, if the fund is no longer

needed, it can be distributed to wider family in

accordance with your wishes.

Disabled Person 
This is a special type of discretionary trust that can

be set up for a person who is disabled (the definition

of which is laid down by tax laws).  They have all the

benefits of discretionary trusts but some of the

complex tax arrangements and rates are lessened.

The ‘cost’ of any tax saving is however replaced by

quite restrictive rules on who, other than the disabled

person, can benefit.  You would be wise to seek

advice about your own particular circumstances but

in most cases, the restrictive nature of continuing to

qualify as a disabled person’s trust outweigh any

taxation issues of a simple discretionary trust.  

Private Charitable 
Charitable trusts (and all the tax advantages that

apply to them) are difficult to set up for a single

person. This is because they have to be for the wider

public benefit. If you have a particular fundraising

requirement, it may be sensible to liaise with SMA

Support UK about the fundraising service they can

provide in these circumstances.  Alternatively, if a

person is likely to need support and care from a

supplier that is already a registered charity then a

gift could be made to that charity. However the

charity would have no obligation to take care of the

person you had in mind.  It is usually better to have

one of the other types of trust set out in this guide. 

Roles, Duties and choosing Trustees
It is best to have two or more trustees but you (and

other family members) can be chosen. It is important

to remember that even if you set up the trust initially

and are one of the trustees, you cannot control the

future decisions of all the trustees or have such a

thing as a ‘casting vote’.  

www.smasupportuk.org.uk
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In most circumstances there is no need for a professional

trustee if cost is an issue although a professional can be

a very valuable and safe appointment.

A good balance of trustees is a good idea.  Some

who have an understanding of the needs of the

beneficiary and perhaps others who may be better

suited to dealing with the administration of the Trust.

Being a trustee is a responsibility and needs to be

taken seriously.  Amongst many other duties,

trustees must act:

• impartially

• unanimously and

• in the best interests of the beneficiaries at all times.

They must also:

• comply with the terms of the trust

• keep the fund separate from their own accounts

• keep detailed records of all transactions

All of this is in addition to making sure the fund is

invested wisely and the taxation of the trust is kept

up to date with HMRC.

Trusts can last a long time, up to 125 years, so it is

important to choose people who will get along and

make sensible decisions, particularly when a trustee

needs to be replaced and another appointed.

In Part 2 in the next issue Caroline will talk about
Making a Will and Powers of Attorney.
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Research

Researchers in the US have identified three new,

orally available compounds that efficiently and

selectively target the SMN2 “backup” gene leading to

an increase in SMN protein levels.

The SMN1 gene provides all the SMN protein that we

require, while SMN2 usually produces only a fraction of

that (Figure 1). SMA patients lack SMN1 and rely only

on SMN2 for their SMN protein. The drugs identified in

this study, which was published in the prestigious

journal Science, are able to affect the processing of

SMN2, such that much more SMN protein is made. 

Unlike other small molecule drugs that have been

previously shown to affect SMN2 and the amount of

SMN protein it can make, these new compounds

appear to be much more selective for the SMN2

gene - they alter only a handful of other genes.

This drug specificity is vital to prevent unwanted and

often dangerous side effects, and is the basis of

antisense-oligonucleotide gene therapy, which is also

showing great promise for SMA.

The compounds, which have been named SMN-C1,

SMN-C2, and SMN-C3, were first identified in a

chemical screen designed to identify drugs able to

up-regulate SMN protein production from SMN2. The

drugs were all then shown to increase SMN levels in

SMA patient skin and nerve cells derived from

induced pluripotent stem (iPS) cells.

Mouse models of SMA were subsequently used to

assess drug efficacy in live mammals. The compounds

were shown to drastically increase SMN protein levels

in all tissues tested, including the brain and various

different muscles, even after a single dose.

This increase in SMN levels resulted in drastic

improvements in neuromuscular junction integrity,

lower motor neuron health, motor function, and

overall survival. The effects of these compounds are

the best ever reported for a small molecule drug not

specifically designed for the purpose of treating SMA.

Importantly, the compounds worked at very low

concentrations, showed responses dependent upon

their concentrations, and are able to be taken in

tablet form.

It is currently unknown exactly how the SMN2

modifying compounds exert their effects, but future

work is planned to clarify the molecular basis of their

specificity for the backup gene.

Given their efficacy, specificity, and oral availability,

these compounds are undoubtedly an exciting

possible future therapy for SMA. The lead compound

has been shown to be safe and well tolerated in

healthy volunteers, and clinical trials in SMA patients

are planned for the near future.

For further information go to

www.smasupportuk.org.uk/blog/research/new-
highly-selective-smn2-modifying-drugs-identified

New, highly selective SMN2 modifying drugs identified

Figure 1. Newly identified modifier drugs specifically

target the SMN2 gene, leading to increased

production of the SMN protein.
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The US biotech company Genzyme has published

new results in animal models supporting the use of

harmless, genetically engineered viruses to treat SMA. 

Past research has shown that once administered,

these viruses are able to travel around the body and

target most, if not all, cells and tissues. The viruses can

then potentially replace at least some of the survival

motor neuron (SMN) protein lost in SMA patients.

Work from a number of different laboratories across

the world has shown that delivery of the SMN viruses

into SMA model mice can drastically improve

symptoms and extend lifespan.

All of this hard work led to the initiation in the US in

April 2014 of a Phase I clinical trial of a virus-

mediated SMN gene therapy in Type I SMA infants.

As well as showing that the beneficial effects of the

SMN gene therapy are dependent on the drug

concentration in mice, the new research from

Genzyme and collaborators indicates that the efficacy

in mice can be translated into larger animal species.

ISIS Pharmaceuticals has

announced the beginning of a

Phase III trial of their gene therapy drug ISIS-SMNRx.

The trial, which has been named ENDEAR, has been

designed to test the effectiveness and safety of the

drug in over 100 infants with Type I SMA.

ISIS-SMNRx has been shown to be safe and well

tolerated in SMA patients at a range of different

doses in Phase II trials, and the early data suggest

that it is able to improve muscle function. 

Mouse models of the disease have shown great

improvements in symptoms and survival when 

given the drug, suggesting that ISIS-SMNRx has

considerable potential as a treatment for SMA.

ISIS-SMNRx is an antisense oligonucleotide that

specifically targets the SMN2 “backup” gene,

encouraging it to produce more survival motor

neuron (SMN) protein. By doing so, it is hoped that

some of the SMN protein missing in SMA patients

can be restored.

ISIS-SMNRx will be the first drug purposely designed

to treat the underlying genetic cause of SMA to

reach a Phase III clinical trial.

This new trial is a placebo-controlled, randomised,

double-blind study that will be conducted over 13

months. This means that infants will be randomly

allocated to either the placebo or treatment group,

and that this information will be concealed from the

patients and people administering the treatments.

The main aim of the study is to evaluate the efficacy

and safety of a 12 mg dose of the gene therapy. This

will be determined by assessing the affect of ISIS-

SMNRX on patient survival amongst other things.

This trial is the first of a number of planned late-

stage clinical studies of ISIS-SMNRx, the second of

which is scheduled for later this year.

For more information go to

www.smasupportuk.org.uk/blog/research/isis-
pharmaceuticals-initiate-phase-iii-trial-of-isis-smnrx

Genzyme publishes SMN gene therapy study

Isis Pharmaceuticals Initiate Phase III Trial of ISIS-SMNRX

Specifically, by injecting viruses

engineered to produce a fluorescent signal, the researchers

were able to show that the gene therapy targets up to

approximately 35% and 75% of the motor neurons in the spinal

cord of young pigs and non-human primates, respectively.

In SMA mice, these percentages were sufficient to

positively affect the disease progression when SMN

was engineered into the viruses, suggesting that the

benefits observed in mice are likely to be translated

into larger animals and perhaps humans.

SMN-viruses were not injected into these larger species,

because established disease models are not yet available.

Pigs and non-human primates are more closely

related to humans than mice are to humans; the

results from the Genzyme study therefore provide

additional, continued support for the on going Phase

I trial of SMN-producing viruses in SMA patients.

For further information go to

www.smasupportuk.org.uk/blog/research/genzyme
-publishes-smn-gene-therapy-study

Research
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UK SMA Patient Registry Update

Registry Upgrade
The UK SMA Patient Registry website has recently been

upgraded to make registering and updating details easier. 

For example, register and login functions are now

prominent on the homepage of the Registry website:

www.treat-nmd.org.uk/registry

Also, as a result of the upgrade, people who sign up to

the Registry can now consent on-line. This means that

when a new user registers, an informed consent form

is automatically created for them. The consent form is

personalised and is created as a PDF document, which

can be downloaded and printed off to complete.

Registry at the ‘Day to Day with SMA’ conference
Agata, the UK SMA Patient Registry curator, 

attended the SMA Support UK ‘Day to Day with 

SMA’ conference in June this year. At the workshop:

‘SMA REACH UK and SMA Patient Registry: 

what they do and how to get involved’, she gave a

brief presentation about the Registry and a live

demonstration of the upgraded Registry and she also

explained how the Registry links with the SMA REACH

project. The presentation from the workshop is

available on the SMA Support UK website:

www.smasupportuk.org.uk/conference-2014

Registry Newsletter
A Registry newsletter has been launched to keep

people up to date with the latest research

developments relevant to SMA as well as to provide

information about the Registry.

Inside the first issue of the newsletter, which was

published in July, you will find information about the

recent Registry upgrade, what it means to those

registered and how to keep the record in the Registry

complete and up-to-date. You can also learn how the 

Registry has been used so far and read about recent

SMA related research as well as other news.

You can find the newsletter on the UK SMA Patient Registry

website: www.treat-nmd.org.uk/registry/newsletters

UK SMA Patient Registry contact details: 
If you have any questions about the registry please get

in touch with Agata Robertson, the Registry Curator: 

Email: registry@treat-nmd.org.uk 

Tel: 0191 241 8617

Website: www.treat-nmd.org.uk/registry

UK SMA Patient Registry
TREAT-NMD Office

Biomedicine West Wing 

International Centre 

for Life 

Newcastle upon Tyne

NE1 3BZ

Promising new treatments for SMA are being developed and they need to be tested in
clinical trials. When planning a clinical trial, it is very important that suitable participants
can be identified and contacted quickly. The registry is becoming increasingly
important as it makes it easier and faster to find people who are potentially eligible for
clinical research and trials and it provides the information that researchers will need.
Agata Roberston, the registry Curator brings you up to date on development.

www.smasupportuk.org.uk
@SMASupportUK
www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk
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When and why did you first
decide you wanted to be a
scientist/clinician?
At undergraduate level, I found

out that I actually enjoyed

making incremental advances in

understanding. It’s amazing that we know

so little about everything. As techniques improve and

we can examine things at higher resolution, we

generally find out that we actually know even less

than we thought we did! 

How did you come to work on SMA?
My group is interested in identifying the factors 

that regulate nerve cell vulnerability to a range 

of degenerative stimuli. Due to my time in 

Tom Gillingwater’s lab, and probably because 

I have children of my own (and no matter how you

may try, that will alter your sensibilities) we now

focus our efforts on childhood neurodegenerative

disorders including SMA. 

What would you be if you weren’t a
scientist/clinician?
Not a clue. I can’t really imagine being anything else,

which will be tough when my contract ends…

If you are not in the lab or seeing patients you are...
DIY (if my wife has any say)

Describe yourself in three words.
Handsome, gifted, modest…

What has been the most important moment 
of your career so far?
Getting a PhD scholarship in Edinburgh and 

meeting the people who ultimately supervised me.

Richard Ribchester, Tom Gillingwater, Jane Haley, 

and Paul Skehel effectively taught me how to

question, analyse, and interpret. Not sure if that

reflects well on them or not…

What is your most memorable finding relating to SMA?
Probably our recent collaborative work contributing

to a research paper published in the Journal of

Clinical Investigation. The identification of a

candidate therapeutic (even though it was only

successful in affecting the neuromuscular system in

mouse models of the disorder) was an extremely

gratifying validation of the approaches we have been

developing. It strengthens my belief that if we work

together as a group to understand the basic biology

of the SMN protein before we jump into therapeutic

development, that something useful will come about.

What is your favourite conference location?
Main seminar room, last row, right hand aisle seat.

What is the best scientific advice you 
have ever received?
“If you think there is a difference, prove it”. 

(Richard Ribchester)

Best piece of life advice - Don’t eat the yellow snow.

If you could start your career all over again, are
there things you would do differently?
No. It is what it is, and I am relatively content.

Although, I probably wouldn’t bother writing those

applications that didn’t get funded…

In your opinion, what makes a good scientist?
Don’t take anything for granted and be open 

to criticism. 

Where do you see the SMA research field in the
next 10 years?
Ideally there wouldn’t be a need for one anymore,

but realistically we should have a decent handle on

the role of SMN and the molecular consequences of

its miss-expression.

For our autumn edition of Inspirations, we have Tom Wishart, who has recently started
his own research group at the University of Edinburgh. Tom has made a number of
significant contributions to the SMA research field, and is currently working to improve
our understanding of the nervous system both in health and disease.

Tom Wishart, SMA Scientist Q & A

www.smasupportuk.org.uk
@SMASupportUK

www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk
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An Inspirational Fundraising Feat

I have a beautiful wife, May, 

and two beautiful daughters,

Anya 3, and Molly 18 months. 

I teach, and May is a midwife.

We work hard, play hard and

relish our time together. 

But what do you do when,

after a long and worrying

time, you receive the shocking

news that your youngest daughter has SMA Type 2?

I needed a project, something tangible, which made

me feel useful, I wanted to help. That’s how I came to

be waking up in the back of my car at 4.00 am ready

to climb 17 Welsh mountains over 3,000ft in one go.

I’d set up a sponsorship page on the SMA Support

UK website, put up a form at work and let people

know. The website had asked me to come up with a

target. I didn’t have a clue. I pulled a number out of

thin air, £1,000.00 – aim for the stars and be grateful

if you hit the moon I often tell my students. But I

knew as I woke up that the target had not just been

hit, but surpassed! 

I love the mountains, and I love running. In a previous

existence I’d been reasonably fit and well-trained. But

that was years ago. As I faced the enormity of the

challenge I’d set myself I knew I could do it, but could

I still? It’s not easy to train for this level of fitness

round a full-time job and family commitments. 

I’d checked and re-checked my kit several times over.

So far the weather wasn’t looking good and the first

section of the day (the Carnedds) was completed in

pouring rain and mist. 

Fortunately as I arrived on Peak 7 and looked down

into the Ogwen valley the sun came out. I was glad

to finish descending this slope as it is steep and

loose. At the road-crossing I was met by my good

friend Chris Redman who fed me soup, bananas,

chocolate and several welcome cups of tea! 

During the ‘middle-section’ of the day my legs were

starting to feel tired and I was starting to dig a bit

deeper, motivated by why I was there and everyone

who had sponsored or supported me. When I got 

to the top of the Devil’s Kitchen I had clear views of

Crib Goch and Snowdon where I was to finish, 

the challenge seemed daunting. I was relieved to 

find a ‘hidden’ path which slightly eased my descent

down to Nant Peris. Here my wife and children had

set up ‘base camp’ and I also met my old friend 

Steve Heaney, who was to accompany me on the last

section. My wife fed me more soup, rice pudding,

endless tea – I can’t exactly remember! I was touched

by a card my girls had made with ‘Well done daddy!’

and the photo taken here with myself, Molly, Chris

and Steve is one to treasure. 

We set off again at 7 p.m. and headed up for Crib

Goch’s considerably steep and exposed northern

ridge. It was great to be on the mountain with an old

pal. We arrived on the crest at 9 p.m. and

unbelievably, for a bank holiday, had it all to

ourselves! About 10 p.m. we arrived, in the dark, on

the final, and 17th, summit, Snowdon; again, no

people. To say I was tired would be an

understatement. It now became too dark to see but

we’d been in the dark on mountains many times

previously and both had head torches. Sometime

after midnight we arrived at the car park where Chris

was waiting. The GPS (not used for navigation, only

to verify the journey) said 53km. 

I can’t thank people enough for their sponsorship,

support and encouragement in any way, shape or

form. The money raised so far seems to be about

£1,200.00. 

You can read a full account of Julian’s amazing expedition
at www.smasupportuk.org.uk/blog/help-us/julian-williams

www.smasupportuk.org.uk
@SMASupportUK
www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk

Julian Williams’ expedition to climb 17 Welsh 3,000ft peaks 
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1 in 25 children born in the UK 

are born with a genetic disorder

which amounts to more than

30,000 babies born every year.

Jeans for Genes day takes 

place on Friday the 19th

September this year and they are aiming to raise 

£2 million to provide care and support to children

with genetic disorders.

Together we can make a difference

We are currently looking for new trustees to join our

board to provide governance and strategic direction

to the charity and support the small office team

based in Stratford-upon-Avon. We need people who

have proven business skills and are particularly

looking for people with small business, marketing/

media and legal backgrounds. Previous experience of

the voluntary sector would be an advantage.

We would also be very interested in people who live

within reasonable travelling distance of the office in

Stratford-upon-Avon who would be able to come

into the office on a fairly frequent basis.

Trustees Wanted
Board meetings are held six

times a year; three at the

offices in Stratford

alternating with three by

telephone conferencing.

Additional meetings are also held by telephone

conferencing as and when required.

For further information and to request 

more details, please contact Doug Henderson

Managing Director on 01789 267520 or 

email doug.henderson@smasupportuk.org.uk

www.smasupportuk.org.uk  

Stamps

Please help us raise funds by recycling used and

unwanted stamps. Send them to Paul Webdale at: 

14 Handsworth Gardens

Armthorpe

Doncaster

South Yorkshire

DN3 3SZ

It's as simple as that!

A huge thank you to Paul Webdale for setting up 

this initiative, and with both your and his help it

raises invaluable funds for Spinal Muscular Atrophy

Support UK!

Recycle your 
Inkjet Cartridges

Recycle your inkjet cartridges 

and mobile phones to raise money 

for SMA Support UK and protect 

the environment. It’s so easy. Use the 

freepost bag included with this copy of Inspirations

to return your items or arrange for a box of items 

to be collected, free of charge. If you want 

more information, please email us at

fundraising@smasupportuk.org.uk.

Once you see how simple it is to raise money you can

get your family and friends to join in and help us too!

www.smasupportuk.org.uk
@SMASupportUK

www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk

Get Involved
®

™

You can get involved by wearing

your jeans to work or school and, 

in return, making a donation which

will help change the lives of children

across the UK. In 2014, there will be

25 charities that will benefit from

their funding including SMA

Support UK.

To see what your jeans could do this year, order 

a free fundraising kit from www.jeansforjeans.org or 

call 0800 980 4800.

RECYCLE RECYCLERECYCLERECYCLERECYCLERECYCLERECYCL
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Do you want to take part in

‘Christmas Jumper Day for SMA’

on Friday 5th December? Great

news, here’s how you can…

Rally up your school, office, friends, and family and

ask them to wear their cheesiest Christmas jumper in

return for donating £1 to SMA Support UK. Not only

will you have a good giggle at everyone else’s

jumpers, but you’ll be helping us with our valuable

work in supporting families and individuals affected

by SMA. 

Need some help in promoting the day? That’s no

problem, we have a fantastic ‘Christmas Jumper Day

for SMA’ fundraising pack which includes stickers

and posters to persuade everyone to get on board!

Simply email fundraising@smasupportuk.org.uk and

we’ll send it to you by post.

Thank you and don’t forget to post your jumpers on

Facebook and Twitter for us to see!

14

It’s beginning to look a lot like Christmas…

Christmas Jumper Day
for SMA

We are hoping that those of you that joined

us for our 2014 conference had a fantastic time

catching up with others and meeting new families.

Our next social events will be our Christmas parties

and we are in the final stages of booking our venues,

please save the following dates:

Northern Christmas Party
Best Western Fir Grove Hotel, Warrington

30th November 2014

Northern Ireland Christmas Party
The Courtyard Theatre for a production of 

Sleeping Beauty, venue for meal to be confirmed

29th November 2014

Scottish Christmas Party
Beardmore Hotel, Glasgow

29th November 2014

Eastern Christmas Party
Manor of Groves, Harlow

7th December 

Midlands Christmas Party
Ettington Chase Hotel, Stratford-upon-Avon

30th November 2014

Southern Christmas Party
Hotel Miramar, Bournemouth

6th December 2014

There will be lots of festive fun for all of the family. 

If you have any questions or queries, then please 

do not hesitate to contact the fundraising team:

fundraising@smasupportuk.org.uk. More information

will be sent out shortly, so keep your eyes peeled!

Christmas Parties
Save the Date!

In 2011 we launched our first online electronic Christmas

tree appeal. You can help us again and celebrate

Christmas by hanging a bauble and making a donation.

The tree will be available on our 

website from October.

www.smasupportuk.org.uk.

Online Christmas Tree
Appeal 2014

Following a fantastic year and an incredible deal of

support for our raffle in 2013, we are delighted to

offer more great prizes for 2014!

Please help us continue to raise funds through the raffle

by buying or selling the tickets enclosed and to be in with

a chance of winning the top prize of £1,000, and more!

1st Prize: £1,000

2nd Prize: £400

3rd Prize: Holiday Vouchers

The raffle will be drawn on Friday 12th December
and all tickets received before that date will be

entered into the draw. Tickets are £5 per book or 

£1 per ticket and can also be bought via our online

shop: www.smasupportuk.org.uk/merchandise

We have surplus raffle tickets in stock, so if you

require more, please give the fundraising department

a call on 01789 267 520 and we will post these to

you. If you prefer not to buy or sell tickets,

this is no problem, but we would be grateful if

you would post them back to us to be re-used.

Christmas Raffle

www.smasupportuk.org.uk
@SMASupportUK
www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk
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Fantastic Fundraising Events!

We would love you to get involved and join our team, so if you fancy donning your
sportswear we still have places in the following events:

For more information please visit our website www.smasupportuk.org.uk, email the
fundraising team at fundraising@smasupportuk.org.uk or call the office 01789 267520

Great Birmingham Run
Sunday 19th October 2014

Join 20,000 people at the leading

half marathon in the Midlands.

Take in the iconic landmarks

including Edgbaston cricket

ground, Cadbury World and

The Bullring. The run is suitable 

for runners of all abilities.

Big Fun Run Series
The Big Fun Runs are 5km,

untimed runs staged within scenic

parks throughout the UK from

July to October. All you need to 

do is find one closest to you and

get family, friends and colleagues

together for some fun!

Santa Runs!
What better way to get in the

festive spirit than by taking part in

a Santa Run. You can pick either a

5k or 10k option which makes it a

great family event. Not only is this

a great fundraising event, you even

get free costumes to run in!

Fright Hike
Various dates and locations 

Fright Hike is an exciting 30km

challenging trek for charity,

taking place in the spookiest of

wooded locations. For Halloween

2014 there will be hikes in four

different locations throughout the

UK. The Fright Hike challenge is

to complete the course within six

hours, if you dare…

Brighton Marathon
Sunday 12th April 2015

Ready for a challenge after the

Christmas festivities? We have

spaces in the 2015 Brighton

Marathon! The Brighton marathon

is renowned for its buzzing

atmosphere and roaring crowd

support. The course winds through

the city streets, finishing up on the

spectacular Brighton seafront.

Wildman
November 2014

This is our first off road series

offering the opportunity to take

part in a run or duathlon, set on an

army testing ground!

www.smasupportuk.org.uk
@SMASupportUK

www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk
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Thank you to Mark Hartree who was
inspired by his best friend’s daughter,
Molly Williams to take on the huge
challenge of Ramsay’s Round, which
involves tackling 24 peaks in 24 hours!
Mark raised a fantastic £5,266.68 and

raised much needed awareness of SMA.

Well done and thank you to all of our London Marathon
Runners; Ben Fogarty, Dawn Parr and Katy Shroder for
raising £1639.00, £480.56 and £2,482.61 respectively.

Thank you to Tori, David and the rest of their team
for embarking on their SMAll Adventure, which
involved a huge journey around Europe, before
returning home. All under 4 weeks and with an
electric wheelchair! They not only managed to raise a
fantastic £807.92, they also helped to raise much
needed awareness of SMA.

A huge thank you to Tony Popham whose continued
fundraising efforts have raised over £4,000 with

more fundraising still to come.

Thank you to Simon Wall who took
part in a series of events this year as
part of his ‘Wallathon’ and has raised a
fantastic £416.85, and also to Abbey
Meadows Primary School for their 1k
race and other fundraising events.

Thank you to Richard Lucas, his partner Tracy and
her mother Teresa for their donation of £160 raised
by holding a fête.

A big thank you to Alex Myers at Studio 34 for holding
a Fight Night in Coventry which raised over £2,000!

A huge thank you to Laura Pike who held a ball which
raised over £4,000. They also held a Golf Day which
raised over £1,200, all in memory of Isabel
Turk.

A massive thank you to Denise Yorke who
took to the skies to take part in a
microflight experience and for raising £454.80!

Thank you to our 2014 NightRider cyclists Theresa
McInally, Andy McKeown and Gareth Haines who
raised £327.50 and £1,785.00 respectively.

A huge thank you to Julian
Williams for taking part in the
Welsh 14 Peaks, he not only
raised an amazing £1,620.50,
but also carried on to
complete an extra 5 peaks!

A huge thank you to all of our Brighton Marathon
runners; Louise Jeffery, Jonathan Cooper and 
Mark Butler for raising £948.13, £825.00 and 
£80 respectively.

To Charlotte and Tony who took part in the Liverpool
Rock and Roll Marathon and raised a fantastic
£670.75!

Thank you to Tara Cullum and Adam who
raised a wonderful £1,120 by running the

Bupa London 10k in memory
of Reggie Marshall.

A massive thank you to
Reena Thiara and her
family and friends’
fundraising in memory of Aneya. There
have been various events throughout the

year including charity football matches which have
raised over £5,000 for Princess Aneya Thiara’s Angel
Fund, with more fundraising still to come!

A huge thank you to all of our 2014 British 10k
runners; Tommy Lynch, Asher Wyborn, Gregory
Mace, George Clarke, Laura Hutley, Angelina
Wilding, Nick Wilding and Filomena Fontana who
raised a fantastic amount of sponsorship!

A huge thank you to Mark
Webb and all of the people
who organised and attended
the annual TVR Conference
held at the Ettington Chase
Hotel. It was a wonderful day
and they managed to raise
an amazing £1,000!

A big thank you to Craig and Lynn Hamilton, Aunt
Reena and Dr Hamilton for their continued support and
fundraising efforts in memory of Scott and Karen Hamilton. 
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Thank You!  

Everyone at SMA Support UK has been overwhelmed by the level of support we have
received from our fundraisers over the last few months and we would like to take this
opportunity to recognise some of these people. Your support allows us to continue
with our valuable work and also helps to raise awareness of SMA.

www.smasupportuk.org.uk
@SMASupportUK
www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk
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Thank you to AMEC for their continued support and
for making a donation of £490 to Scott and Karen’s
Angel Fund. 

A huge thank you to Elaine
Creig and her Aunt for
taking part in a Kilmanjaro
trek, in memory of Scott and
Karen Hamilton and raising a
fantastic total of £800.

A huge thank you to Nita Bastock for holding a stall
at a craft fair for the Shirley Anne Harris Angel Fund.

A massive thank you to Magda Sereda and all of the
people who supported her Garden Party which was a
huge success and raised a grand total of £1065.50

Thank you to our corporate
supporter Sellafield Sites
who made a donation of
£500. This would not have
been possible without the
support of John Burney for
suggesting us as a charity to

support which was inspired by Logan and the rest of
the Hailes family.

Thank you to Alistair Graham who completed a
headshave and raised a fantastic £378.95

A huge thank you to Carl Rooney for his ongoing
fundraising taking part in his 12 month hair challenge.

A big thank you to
Maureen Carney and
the Inner Wheel Club
of Banbury who
raised a fantastic
total of £1,750 as a

result of us being their charity of the year.

Thank you to Liz Hartley, the parishioners of Sacred
Heart Parish in Tisbury, Wiltshire and the churches
which have together raised; £500 at a carol service in
Dinton Chapel in December 2013, £653.30 for Churches
Together Lent Lunches, £450 for an afternoon tea at
Pertwood Manor, £15 from the Youth Group selling
handmade Easter cards, £58 for Pint and Poem night at
the Bennet Arms and £320 for a Nativities Exhibition.

Thank you to Vicky Stamford, her
mum Chris Goldfinch, Ali Gibbs,
Nicola Skinner and Rebecca
Murrock for taking part in the
Maidstone Big Fun Run, for
raising much needed awareness
and by raising £1,308.

A huge thank you to Rebecca Taylor and her friend
Jill who both had their heads shaved in memory of
Grace Isobel Taylor.

A massive thank you to Janet Donnelly who
organised a Fashion Show in M&Co, Droitwich and
raised £289.49.

A big thank you to Claire Hocking
who took part in a skydive in memory
of her two sons, William and Gabriel,
and raised over £2000!

Thank you to Stretton Day Nursery
for holding a Teddy Bears Picnic and raising a
massive £300 which was then matched by the local

Ford Garage which took the
grand total to £600.

To Zoe McKechnie who has
raised £655 from a sponsored
bike ride. 

Thank you to Keith Franks and
the Rotary Club of Sandy for voting for us to be
charity of the year. They have done various fundraisers
including a Golf Day and in total have raised £1,280

A huge thank you to Steven Meikle and the Durham
Boys Team for taking part in the Yorkshire Tough
Mudder and raising a fantastic total of £1645.00!

A big thank you to Palagriegg Golf Club and to
Libby and Finlay Petersen for organising
their annual Golf Day and raising £3,323.

To Helen Macmillan for taking part in a
skydive and raising a fantastic £372.49
for the Alessia Wilding Angel Fund.

To Donna Ward who took part in the
Paris Marathon this year, in memory of
her daughter Elaine Catherine Ward, and

raised over £500!

To Stacey Voyce who held a
medium night in Coventry and
raised over £1,000 in memory of
Harrison.

A huge thank
you to Team Pie for their John
O’Groats to Land’s End Cycle
raising nearly £4,000!

Thank you to Trish Smith for
her continued fundraising efforts
and awareness raising.

Thank You!  

www.smasupportuk.org.uk
@SMASupportUK

www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk
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Our son Jack is 21 and lives with

Spinal Muscular Atrophy. We

have always been able to rely on

the Jennifer Trust, now Spinal Muscular Atrophy

Support UK, and the wonderful people who

work and have worked for it over the years for

support and advice whenever it has been

needed. We want to make sure we can support

SMA Support UK in providing this vital help,

which has been so important for

our family over the years

Victor Hassan

18

We are immensely grateful for any fundraising effort,

be it a cake stall at school, sponsorship in a marathon

or any other brilliant idea. These all raise money to

fund our service provision and SMA related research.

Joining our Hope for Tomorrow group is another

way you might choose to support our work. 

This is what some of our Hope for Tomorrow regular donors have to say:

Our Hope for Tomorrow group are people who have

made a regular giving commitment to SMA Support

UK. This can be for as little or as much as you wish.

The great benefit for us is that we know how much

income we will have each month from this source.

This helps immensely with our planning.

We hope you will consider joining this generous

group who are all listed on the back of this 

edition of Inspirations. You will have the satisfaction

of knowing you are helping secure the

future of SMA Support UK and the

work that we undertake. As a

small thank you for your

commitment, we will send you

a Hope for Tomorrow branded

pin badge and a bi-annual

update on our activities.

When I was a Trustee, I observed

the commitment of staff,

volunteers and families towards

'The Jennifer Trust' (now SMA Support UK.) I

believed then and still do that 'regular giving' is

a very effective way of supporting the work

that is done by this charity. When I decided to

become a volunteer, I continued my monthly

donations knowing that every penny will be

channelled in the most appropriate

way to help our organisation

continue its invaluable work.

Di Hartley

As a Type I father who is actively

involved in SMA research activities

as a scientist, I know that Spinal

Muscular Atrophy Support UK is a critical

support to all SMA children and adults. I think the

‘Hope for Tomorrow’ is critical as we need to

push for researchers, clinicians and the pharma

industry to seek treatments that will help our

SMA children and adults now by relieving

symptoms, but also importantly, to continue to

look for an effective cure.

Joseph Irwin

Join our ‘Hope for Tomorrow’ regular donors 

Hope for Tomorrow

www.smasupportuk.org.uk
@SMASupportUK
www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk

You will find a Direct Debit form on the back of this issue of Inspirations. Thank you.
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Hope for Tomorrow

Our Mum, Ruth Turton, 

was an incredible woman.

She had 2 daughters, 

3 sons and 7 adored

grandchildren.  One of

them, Natasha, was

diagnosed with SMA Type

1 and sadly passed away

aged 7 months.  

Mum was so grateful for the help and support given

to all the family when her granddaughter Natasha

was diagnosed with SMA Type 1. When Natasha was

first diagnosed, The Jennifer Trust (as SMA Support

UK was formerly known), gave our family details

about a couple in Aberdeen who also had a child with

SMA, this was a really important occasion as for the

first time we didn’t have to explain what SMA was.

After Natasha sadly passed away, Mum donated her

specially adapted buggy to the hospital for use of

someone else, even though she spent her whole

month’s wages on it at the time. Actions like these

truly exemplified her selfless nature.

She raised awareness of SMA wherever she could,

through selling Christmas cards, raffle tickets and

bands and generally providing information about SMA

and The Jennifer Trust to anyone who asked about her

grandchildren.  She set up networks of contacts

affected by SMA in Scotland and took copies of any

publications received from The Jennifer Trust into the

waiting room at her GP surgery. As soon as she found

out she could donate to the charity directly from her

wages, Mum set it up right away; even after Natasha

died she continued her generosity through donating.

Our Mum was a

truly wonderful

person, a gentle

soul by nature, but

with a steely

determination to

improve things for

those around her.

At Mum’s funeral we knew it would have pleased her

to know we collected £170 for SMA Support UK. Her

final act of fundraising.  

Helen McAfee talks about her mother Ruth Turton who was a regular donor and
worked tirelessly to raise awareness of SMA.

www.smasupportuk.org.uk
@SMASupportUK

www.facebook.com/SMASupportUK

We can send you Inspirations by email. If you would like to go

green and help us cut costs, please send your email address 

to office@smasupportuk.org.uk

Ruth with her granddaughter

Natasha, taken in 1992

Ruth with her children

Mr and Mrs Adams, S.B. Allen, V and R Anderson, Judith Appleyard, Joanna Atkinson, Dr. Barnard, Richard Barnard,

Anthony Barrow, Denis and Nita Bastock, Erica Bastow, George Bayford, Sue Bellis, Michael Booth, R.A. and S.M.

Booth, J Brennan, Mr and Mrs Brierty, M.P. and M.A. Brown, Mr and Mrs Bunn, Wendy Cain, Brenda Calver, Cecilia

Judith Cawley, Tracey Chad, Mr P M Clark, Angela Cloke, Mr N Cocker, Josephine Davies, Daisy Ebanks, Miss E

Elliott, Kathleen Ellis, Duncan Elsworth, Fiona Evans, Lorraine Evans, Sally Fallon, Beverley Farmer, Sarah Fleet,

Clare Folkes, Diana Ford, Peter Garrett, Susan and Brian George, Karen Grant, Nigel Griffith, Mrs V Gurman, Jacquie

Hall, Di Hartley, Mr and Mrs V Hassan, Arthur Hemmings, Jeffrey Hogan, Jean Horsley, Brian Howard, Parueen

Hussain, Jackie and Chris Ilott, Joseph Irwin, Mr and Mrs Janjua, Patricia Joyce, Maureen Kennedy, Rafina Khan,

Lorna Kingdon, John S Kirwan, Hannah Kirwan, Louise Lancey, Teresa Lea, Julian Lewis, Jackie Ling, Ann Mackie,

Mr and Mrs Mawdesley, Helen McAfee, Lesley McCabe, M.J. McDonagh, Stuart McNiven, Ms P McVicar, Mr and Mrs

J Millo, Mr B and Mrs M Monteiro, John and Wendy Mountford, Helen Musson, Jeffrey Patrick Nazer, Mr J Norman,

Andrew Nosalik, Dominik Nosalik, Mr R. C. O'Donoghue, Mr C Ottevanger, Eric Pask, Graham Percival, Mr and Mrs

C Perry, Raj Peshawaria, Mr and Mrs Pinder, Caroline Podmore, Karen Podmore (Smith), Michael Pond, Roy

Quennell, James Stuart Rennie, Rute Robalo, Sue Rose, Linda and David Searle, Tim and Alex Sheffield, Sharon

Smallwood, Mr A and Mrs S Smith, Jan Sorrel and Robert Sowden, Jill Stoneham, Lily Sturgeon, Emma Sutcliffe

(Phillips), Mr and Mrs S.D. Tansey, Michael John Thackray, Dawn Thrush, Ms J Turner, Denise Tween, Jackie Urquhart,

Fiona Vestey, Nigel and Kathryn Wells, James White, Lesley White, Valerie Whitfield, Adr Electrical, ASA Electrical

Ltd, Hartigan and Sivunen, Haddon Hall Bapt, Marcus Jordan & Co., Thum and Carstensen, Mr and Mrs Cullen, 

B McLaughlin, Janet Townsend, Iain Kidson, Michael Price and Amy Jones and Tome Fenton.

SMA Support UK would also like to thank the many others 
who regularly donate to ‘Hope for Tomorrow’
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SMA Support UK
40 Cygnet Court, Timothy’s Bridge Rd, Stratford upon Avon, Warwickshire, CV37 9NW
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www.smasupportuk.org.uk
@SMASupportUK

www.facebook.com/SMASupportUK

Name:

Address:

Tel:

Email:

Please pay to: Barclays Bank Plc, Wellesbourne Branch

Sort Code 20-48-08

to the credit of SMA Support UK; 

Account Number 5204514

I would like to make a regular gift to SMA Support UK

(please ✓ tick appropriate box)

£3 o £5 o £10 o

£15 o £20 o £50 o

Other o £

Starting on the / / 20

and the same sum on the same day monthly

My Account No:

Sort Code:

Signature:

Date:

Name of Bank:

Address:

Postcode:

Make a regular donation to Spinal Muscular Atrophy Support UK so we can continue to provide
‘Help for Today, Hope for Tomorrow’ to anyone affected by SMA.

Please complete the form below and give whatever you feel you can. Your donation, 
no matter how large or small will make a difference. Thank you for your generosity.

Hope for Tomorrow

✁

Gift Aid means that for every pound you donate, we
receive an extra 25p from the Inland Revenue, helping
your gift go even further. To be eligible you must be a
UK tax payer. Please tick below to confirm this.

o I agree that all donations I make in the future are eligible for Gift Aid

Please return to:
SMA Support UK, FREEPOST, 
RSKR-XECJ-TSLB, Stratford-upon-Avon, CV37 0BR

To purchase our books, please visit out online shop: www.smasupportuk.org.uk/merchandise

Smasheroo: An uplifting story that
highlights that everyone is different 
and special in their own way, written 
by Hania Myers.

Tilly Smiles – The Story So Far:
This book was written by Tilly
Griffiths to inspire all children and
families affected by SMA.

SMA
Support
UK Mug

New for 2014, our Mugs are made from recycled
plastic. They come in blue or magenta and cost
just £5

Our SMAll
Adventure
Calendar
Tori Elliot, who has Type II
SMA, recently travelled
around Europe in her car
on a SMAll adventure. 
Buy the calendar with 
her brilliant photos of
European scenery 
from the trip for just £5.
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