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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.

HAVE YOUR SAY
We would really like to hear from you:
www.smasupportuk.org.uk/Have-Your-Say
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I have a few key messages I wish to share with you. I will

start by acknowledging the success of our Reaching

Communities Lottery bid which we had confirmed in

December 2014. This secures us 70% of the costs of

running the Outreach Service for the four years 2015 –

2018. Whilst this is great news, I need to emphasise the

need for the continued support of our fundraisers as

there is so much more to deliver and achieve.

I know that Conference represents a very important

date for many of the SMA community so I am very

pleased to announce that our next Conference will be

held on the 2nd & 3rd of April 2016 at Ettington

Chase, Stratford-upon-Avon. 

This summer, I am proud to announce, in partnership

with Muscle Dreams Foundation, three exciting

events: Sunday 19th July 2015 - Sizzling Summer BBQ

with Power chair football taster sessions at

Haileybury; 28-29 July 2015 - ‘WetWheels’ motor

boat on the Solent with two dedicated SMA Support

UK places; 10-11 Sept 2015 - AeroBility (Flying) with

two dedicated SMA Support UK places. More details

to come via E-news and the website.

Alongside this we will look to set up events in Scotland

and Northern Ireland and there is a possibility of one

more in England, so watch this space.

A particular key area for us has been the desire to

understand better the needs of adults with SMA. 

As result of this, and in partnership with The SMA

Trust, I have commissioned Disability Horizons to

host our new Adult Insight Group. The first meeting

went ahead in March.

I would like to finish by letting you know that, in the spirit

of refreshing all that we do and ensuring we are being as

cost effective as possible, we will be reviewing how we

communicate with you. This may mean a change to

future Inspirations.  I would also like to thank you all for

your continued support, whether that is through raising

funds or being there for others. Without you we could

not help the next generations so THANK YOU.

to the Spring 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 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.

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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It is important to take professional advice but the

following information will hopefully provide you with

an introductory guide. 

Wills
Making a will doesn’t have to be expensive, 

but it is best done properly and with the help of an

experienced adviser such as a solicitor or will writer.

Always check their credentials. Make sure they have

experience in advising on wills that include provision

for a beneficiary with a disability. Agree the costs

upfront. Remember to update your will if you or 

your beneficiaries’ circumstances change.

For help with finding an experienced local solicitor

you can contact The Law Society of England 

and Wales: www.solicitors.lawsociety.org.uk
0207 320 5650, or The Society of Trust and Estate

Practitioners: www.step.org 0207 340 0500. 

Before writing your will you may need to consider

the following:

Choosing a guardian(s)
If you have children under the age of 18 then you

might want to consider appointing a guardian(s) who,

in the event of your death, would take responsibility

for your children’s upbringing and welfare. 

Choosing executors
Executors administer the financial aspects of your

estate after your death. This includes paying any

debts and distributing your money and/or

belongings to your chosen beneficiaries.  

Choosing who to benefit
In your will you need to list any people and

organisations who you would like to leave something

to. If you would like specific items or amounts of

money to go to specific people or organisations, 

this will need to be stated.

The legalities of managing someone 
else’s finances 

Managing the personal and financial affairs of a child

does not normally require any legal form of authority

until they are 18 years old. If, at 18, the young adult’s

funds are already held by a trust, then the trustees

will carry on managing the fund for them. If, however,

the young adult has assets, for example a house,

shares or investments in their own name, then family

members or friends will have no automatic legal right

to manage their affairs for them. 

If the young adult is viewed as a vulnerable person

the following options may be possible: 

Appointee for benefits
It is possible for a parent, or close companion, 

to apply to the benefits agency to be approved 

as an appointee. The appointee will then receive 

and manage the vulnerable adult’s benefits 

for them. For more information please see:

www.gov.uk/become-appointee-for-someone-
claiming-benefits 

Power of attorney 
A power of attorney is a separate document to 

a will or trust that allows a person to appoint 

trusted people called attorneys to act on their behalf. 

Protection for the Future 
A Straightforward Guide to the Legal Stuff - Part 2

We are often asked for advice about protecting children’s,
young people’s and adults’ financial futures. In the autumn
2014 edition of Inspirations, Caroline Bates, a Partner at legal
firm Wright Hassall, provided us with information on Trusts. In
Part 2 Caroline looks at making a will and powers of attorney.
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The person granting the

power of attorney must

be well enough to

understand the document at the

time they agree to it. Their chosen attorney can then

assist with their finances and their personal welfare and

medical decisions if at any time they are not able to

make these decisions for themselves. 

If an individual wants someone else to manage, 

for example their bank account, on a temporary

basis, then this can usually be arranged by filling in a

form at their bank or building society. If it is going to

be a long term arrangement then they will need to

apply for an ordinary power of attorney. 

A lasting power of attorney enables an individual 

to have protection in place in case they lose their

mental capacity in the future. There are two types 

of lasting power of attorney (LPA): a property and

financial affairs LPA and a personal welfare LPA. 

For more information on lasting power of 

attorney and to apply online please see:

www.gov.uk/power-of-attorney/overview. 
You can also apply through a solicitor, or an

experienced adviser at a Citizens Advice Bureau

(CAB): www.citizensadvice.org.uk

For more information on wills 

and trusts please see our 

new information sheet:

www.smasupportuk.org.uk/protection-for-the-
future-a-guide-to-trusts-and-wills

Thank you to the many people who

have already responded to this

survey which is for my research

study, ‘Imagining Futures: the social

and ethical implications of genetic

screening’. This is a 3 year project

being conducted at Warwick Medical School and 

is funded by the Economic and Social Research

Council.  It aims to 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. At the moment

there is a real gap in research into this area.

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 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.

You can complete the survey online at:

www.warwick.ac.uk/smascreeningsurvey or contact

SMAscreeningsurvey@warwick.ac.uk for a hard copy. 

Genetic screening for SMA?
Survey Reminder

SMA Support UK is delighted to announce its new fund to support anyone with SMA who is currently engaged

in or planning to enter undergraduate or postgraduate education. Applicants must be either planning to

attend a full time course of Higher or Further Education that will last for a year or more and start in autumn

2015 or be already enrolled in a full time course of Higher or Further Education and, in autumn 2015, will still

have to complete at least one more year of study. 

Applications must be received by July 31st 2015 by post or email and will be considered in August 2015.

Scholarships of £1,000 will be offered to successful applicants by 31st August 2015. They will be payable once

the applicant is able to send confirmatory proof that they have achieved any course entry requirements and

have been accepted on their chosen course. Scholarships will be paid out in October 2015.

For more details and an application form go to www.smasupportuk.org.uk/scholarship-fund

Access Scholarships
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Support Services

Who is it for?
If you’re an adult with SMA, a parent or a grandparent of a child with any Type of SMA, 

we can put you in touch with a Peer Support Volunteer (PSV). If you’re a young person with

SMA (aged 16+), please contact the Peer Support Co-ordinator to discuss the options

available for being in touch with others.  

Who are our Peer Support Volunteers?
Our PSVs each have personal experience of SMA. They include young people (18 – 25 years)

and adults with SMA and parents and grandparents of children with SMA. All our PSVs are at least 2 years on from

diagnosis or bereavement and are carefully recruited, trained and supported in their role. 

How does it work?  
Our PSVs are available to provide confidential and personalised support across the UK via phone and email.

They are there to listen and share, without judging. Our PSVs will not be able to make decisions for you, or give

you medical advice, but they will be able to share their experiences and help you to explore options at the pace

that’s right for you. To get in touch with a PSV you initially need to contact our Peer Support Co-ordinator. 

To find out more about this service or request a contact with a Peer Support Volunteer, please see the Peer Support

section of our website: www.smasupportuk.org.uk/peer-support or telephone the Peer Support Co-ordinator on

01789 267520 or email peersupport@smasupportuk.org.uk All enquiries are treated in confidence.

Our Peer Support Service

Peter is retired and lives with his wife in Shropshire.

He kindly shared his reflections of getting involved as

a Peer Support Volunteer:

Up to the age of 45 years, I experienced very few

symptoms, but it was then I noticed increasing difficulty,

particularly with walking and the muscles in my right

leg.  I was diagnosed with SMA Type 4 (Adult Onset

SMA) at the age of 50, after a thorough examination,

taking a case history and various tests.  At the time I

was diagnosed I was not offered any emotional support

and I found out about SMA Support UK by going online.

Looking back it would have been nice to talk to

someone sooner after I’d been diagnosed.

I had been visiting the website when I first read

about Peer Support and later I read more about it in

a copy of ‘Inspirations’. While I was still working as a

maths teacher and an IT administrator, I didn’t

consider volunteering as I wasn’t sure how much

time it would take and whether I could commit. But

when I retired, I thought, this is something positive I

could do with all the spare time I’m going to have!

A Volunteer’s Perspective
The volunteering time commitment works OK for me.

So far I’ve picked up Peer Support requests from

people with Adult Onset and SMA Type 3 and most

of these have been Email correspondence with

people about specific issues, including the process of

diagnosis, coping with muscle cramps, tiredness and

fatigue. I also have experiences to share about the

practical and emotional challenges of losing mobility,

using the Neuromuscular Centre (NMC) in Winsford

(where the physio is brilliant for me and I have met

and talked to others with SMA), mobility aids, 

Access to Work, minor adaptations and Motability.

I don’t live too far from Stratford, so my wife and I

visited the SMA Support UK office to meet the staff

and talk about becoming a volunteer.  I felt the

training was very important and it’s come in useful on

several occasions. Life has its challenges, but I’m

happy with my SMA. It’s rewarding to get the feeling

that I may have helped someone and it’s also made

me think about my own problems in a different and

more positive way. 

Although no two people with SMA are the same, people we support tell us that
contact with others who understand the emotional and practical impact of
receiving a diagnosis of SMA and living with SMA, can be helpful.
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Rosie is mum to Finley (nearly 2

years) and Kyle (14 years).  Rosie

kindly agreed to talk to us about

how Peer Support had worked

for her:

Our son, Finley, was diagnosed

with SMA Type 2, at the age of

13 months. When it came, the

diagnosis wasn’t completely unexpected but the

shock still hit us hard – and very hard emotionally.

The doctor had given us some printed information

from SMA Support UK, so I phoned.  My partner, Joel,

had been given some time off work, and we

appreciated that an outreach worker was able to visit

us that week.  Along with the other information, she

mentioned Peer Support and at first I presumed it

would be someone who was going through recent

diagnosis, just like us.  But when she explained the

volunteer would be the parent of someone a few

years further on, we realised that this would be less

overwhelming for all of us, and decided we would

give it a try.  

At that time it was all so new and there was so much

to think about.  I was hoping for support with

managing SMA from a parent’s point of view as I think

parents are the ones who know about coping with the

practical things 24 hours a day.  I know SMA varies

and that every child is different, but at times I felt very

alone and I was hoping that I could talk about the

emotional stuff with someone who had experienced

this as well.  Jane, our volunteer, Emailed and that

suited us as I didn’t feel I wanted to chat straight away.

We were able to send questions when we thought of

them, knowing that Jane would reply when she could

and without me feeling that I would get upset on the

phone or that I was interrupting her too much.  Joel

was able to read the Emails as well, so he didn’t feel

excluded.  I felt that Jane understood completely and

that she remembered how she’d felt in those early

days. It didn’t matter that her son’s diagnosis was

several years ago and in a different county - it was

really reassuring to know she was there.

A Parent’s Perspective
Even though it was early on, we were trying to get

our heads round everything and ‘OMG’ we lived in a

terraced house and how could we even begin to

think about what to do?  Jane had already been

through all the difficult decisions and architectural

process and was able to explain how they had

started and how they got to where they were now.

We’d never heard of a through-floor lift before, but

Jane sent us photos and gave us options and ideas

to think about. It still works for us to Email and text

rather than phone and I feel we’ve become very close

very quickly. Even when we haven’t Emailed for a

while, I know I can whenever I need to.  

Jane and her family have given us insight and

support on a range of issues in a whole new world.  

I have looked at social media sites and some of it has

been useful, but if I’m feeling vulnerable, it can feel as

if I’m being bombarded with stuff that I don’t want to

think about yet.  I know I can ask Jane one thing at a

time, when I’m ready.  Looking forward can still be

difficult, but we’ve seen how much Jane’s son loves

powerchair football, how he’s benefited from spinal

surgery and how they go on holiday as family.  Jane’s

helped us realise that although there is a grieving

process and we still hit low points sometimes, life

doesn’t stop.  She gave us the confidence to go

along to an SMA Support UK Christmas party too

and that was another positive experience for all of us.

I can totally understand 

that Peer Support might 

not be for everyone 

and some people might 

feel reluctant at first, 

but I would definitely

encourage anyone to 

ask Support Services 

more about it.  For us,

Peer Support has been

wonderful and has 

helped us feel so much

more positive.
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Research

It is an exciting time for SMA research as there are a

number of potential therapies currently being tested

pre-clinically in mouse models of the disease and in

human clinical trials. (See page 14).

To name a few, the antisense oligonucleotide, ISIS-

SMNRx, has recently entered a global phase III trial, the

Avexis gene therapy, ChariSMATM, has begun early-

stage Phase I trials, while a number of orally available

compounds have been identified that efficiently and

selectively target the SMN2 “backup” gene.

You may think that the hard work is almost done.

However, these therapies will provide only limited

benefit if they cannot get to where they need to in

the body, in order to efficiently alleviate SMA-related

symptoms. A significant amount of effort is still

required to identify the best delivery methods for the

different potential SMA treatments.

Martine Barkats (Institut de Myologie, Paris, France)

presented work from her laboratory that tested

different administration routes for a gene therapy that

is very similar to the Avexis ChariSMATM treatment.

The Barkats Group, along with the Kaspar and Azzouz

Laboratories, has been instrumental in developing the

SMA gene therapy that makes use of harmless viruses

to replace the SMN protein lacking in SMA patients.

The SMN1 gene is packaged into the viruses, which can

then be injected into SMA patients. These viruses can

travel around the body, reaching various cells including

the motor neurons (the main cell type affected in

SMA), where they are able to produce SMN protein.

But where should they be injected to get the best results?
In the presented work, SMN1-viruses were given to young

SMA model mice either directly into the brain or into the

blood via a vein. It was reasoned that direct delivery into

the brain, past the blood-brain-barrier, which can prevent

drugs getting to the nervous system, would provide

additional benefit over injection into the blood.

This was indeed the case - delivery of viruses straight

into the brain resulted in greater benefit to the SMA

mice. This is likely due to the viruses being able to

reach the motor neurons more effectively.

The brain-injected viruses were also found in organs

throughout the body, including the heart and liver.

Past research has shown that motor neurons might

not be the only cell type affected by SMA

(www.smasupportuk.org.uk/blog/research/smn-
protein-not-just-important-for-the-nervous-system). 
It is therefore possible that delivery of the SMN gene

therapy to these additional tissues and organs may be

of additional therapeutic benefit.

The Importance of Delivery for SMN Gene Therapy
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SMA Support UK at the Cure SMA Conference 2014 
This annual Conference (previously known as the Families of 
SMA Conference) was held in the USA from 12th-14th of June,
2014. More than 1,400 families and researchers from across the 
world were there. There were two separate programmes of
talks/activities, one for families and one for researchers, with
cross-interaction throughout. Our Research Correspondent 
Dr James Sleigh was there and provides summaries of a selection

of talks given at the researcher’s meeting.

FOR FURTHER INFORMATION:

Cure SMA conference information - www.curesma.org/news/cure-sma-releases-keynote.html

Highlights from the Family Friendly Poster Session - www.curesma.org/news/2014-family-friendly-posters-1.html

Last year’s conference report from SMA Support UK - www.smasupportuk.org.uk/blog/research/sma-support-
uk-at-the-cure-sma-conference-2013
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The group then went on to test a combination of the

two delivery methods, and they found an even

greater improvement in the symptoms and survival

of the SMA mice.

This work indicates that the more tissues in which

SMN is restored, the greater the benefit. Co-delivery

into different tissues may therefore be the optimal

treatment method for virus-mediated gene therapy, at

least for increases in SMN levels, but not necessarily

for ease of delivery or patient comfort. 

Brian Kaspar (The Ohio State University, Ohio, USA),

who has helped to pioneer the Avexis ChariSMATM

gene therapy for SMA, showed recent work from his

laboratory looking into the effectiveness of therapy

delivery directly into the cerebrospinal fluid (CSF), a

substance that helps to protect both the brain and

spinal cord (See Figure 1).

By testing a range of different doses of the virus in

SMA model mice, the Kaspar lab have been able to

determine the necessary concentration of virus

required for efficient treatment of SMA mice. They then

took this information into 3-4 month old non-human

primates, and identified treatment conditions that

result in efficient targeting of important regions of the

brain and motor neurons throughout the spinal cord.

In addition to looking at where the viruses were able to

travel within the body, data was presented indicating that

the drug was safe and well tolerated in both species.

This pre-clinical work has been vital for the very recent

initiation of a Phase I (See page 14) trial of the ChariSMATM

SMN gene therapy in young children with SMA Type 1.

The first SMA Type 1 patient was injected with about

400 trillion viral particles containing SMN on May 13th,

2014 making gene therapy history.

Together, the talks from both Martine and Brian

highlight the importance of testing multiple delivery

routes for potential therapies, and also why therapy

development can be quite time-consuming.

Nevertheless, this work has paved the way for a

therapeutic strategy that has a very good chance of

being able to alleviate SMA-related symptoms if

administered early enough during the disease.

The Importance of Delivery for SMN Gene Therapy continued…

Research
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Figure 1. The brain and spinal cord are bathed in
cerebrospinal fluid (CSF). The spinal cord is a long bundle
of nerves and supporting cells that extends from the base
of the brain. The cell bodies (where the genetic
information is kept) of motor neurons reside within the
spinal cord. The motor neurons send out long projections
called axons from the spinal cord, which make contact
with the muscles, allowing voluntary muscle contraction.
The skull protects the brain, while the spinal cord is
encased in the vertebral column (spine), which is made up
of individual vertebra that help to prevent damage to the
cord. The brain and spinal cord are bathed in CSF. 
The CSF performs a number of functions including waste
product disposal and cushioning from mechanical damage.
Drugs can be injected directly into the CSF, in order 
to circumvent the blood-brain-barrier, which acts as a
semi-permeable barrier to certain molecules (including
drugs and bacteria), preventing their entry into the
nervous system from the blood.

FOR FURTHER INFORMATION:

ISIS-SMNRx Phase III clinical trial
www.smasupportuk.org.uk/blog/research/isis-pharmaceuticals-initiate-phase-iii-trial-of-isis-smnrx

ChariSMATM Phase I clinical trial
www.smasupportuk.org.uk/blog/research/smn-gene-therapy-trial-initiated-in-the-us

New highly-selective SMN2-modifying drugs
www.smasupportuk.org.uk/blog/research/new-highly-selective-smn2-modifying-drugs-identified
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Past studies in SMA mice indicate that the earlier the

disease is treated, the better the outcome. Restoring

SMN levels before symptom onset, very soon after

birth, is more effective at relieving the disease than if

done just a few days later. This suggests that there is a

defined window during which a therapy should be

delivered in order to get the best results.

However, it remains hopeful that once disease

symptoms have started, post-symptomatic therapy

delivery will still prove beneficial.

Evidence from the pig SMA model (See page 11) and

SMA mice suggests that increasing SMN levels during

early stages of the disease is still able to successfully

counter disease progression.

Laurent Bogdanik from the laboratory of Cathleen Lutz

(The Jackson Laboratory, Maine, USA) presented data

in a mild SMA mouse model corroborating this idea.

To treat the mice, the group used an orally available,

small molecule drug from the pharmaceutical

company, Roche, which is able to increase the amount

of SMN protein produced from the SMN2 gene (See

Figure 2). This compound was given to mice either

before or after the onset of disease symptoms.

When given pre-symptomatically, the drug caused an

improvement in all symptoms assessed and provided

greater benefit than when given post-symptomatically.

Nevertheless, when the drug was given at the later

time point, i.e. once symptoms were present, the SMA

mice still showed improvements in muscle function

and overall survival.

It is not clear what effect post-symptomatic therapy

delivery will have in humans, especially in SMA Type

1, where nerve degeneration can be very severe

during early stages of the disease. Nonetheless, in

combination with past studies, this work

encouragingly suggests that increasing SMN levels

after the onset of disease symptoms may prove

beneficial in mitigating the progression of SMA.

Treatment Proves Beneficial in SMA Mice after Symptom Onset

FOR FURTHER INFORMATION:
SMN restoration in early symptomatic mice halts disease progression
www.smasupportuk.org.uk/blog/research/restoration-of-smn-protein-levels-in-early-symptomatic-sma-mice-
halts-disease-progression

Figure 2. A drug from Roche was used to increase the
amount of SMN protein produced from the SMN2 
“backup” gene. This compound was used in SMA mice 
pre-and post-symptomatically. Although the earlier
treatment proved the most effective at treating the 
disease, the post-symptomatic increase in SMN levels was
able to positively affect muscle function and mouse survival.
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The mouse is the staple model organism used in the

laboratory for pre-clinical testing of potential disease

therapies. Nevertheless, a significant proportion of drugs

that have proven useful in mouse models of human

disease, have failed in costly and time-consuming

human clinical trials. There are multiple potential reasons

for this, including considerable differences between the

make-up and genetics of mice and humans.

Sometimes non-human primates are also used in 

pre-clinical experiments because they are much more

closely related to humans on the evolutionary tree of

life. Consequently, results obtained in primates are more

likely to accurately predict what will happen in humans

than results obtained in mice. However, costs associated

with primate maintenance and ethical implications often

mean that they are not the best option.

Recently, a pig model for SMA was generated using

the same type of viruses used to restore SMN in the

ChariSMATM therapy. However, in this instance, rather

than attempting to deliver SMN protein to cells and

tissues, the viruses have been engineered to target

the pig SMN gene and reduce the amount of 

SMN protein it is able to produce (See Figure 3). 

By doing this, scientists are able to create a large

animal model for SMA, which has reduced SMN levels

leading to development of key clinical features similar

to those observed in SMA patients.

Sandra Duqué from Prof. Arthur Burghes’ group (Ohio

State University, Ohio, USA) presented follow up work

from the 2012 conference on a pig SMA model

(www.smasupportuk.org.uk/blog/research/sma-support-

uk-at-the-cure-sma-conference-2012). The presentation

two years ago was about the generation of the model.

The talk at the 2014 conference focused on using that

model to test the efficacy of SMN gene therapy.

The pig SMA model was generated by injecting five day-

old pigs with the SMN-reduction virus. As previously

reported, SMA-like symptoms such as muscle weakness

and abnormal posture began after the injection.

To test whether the SMN gene therapy could improve

symptoms in the SMA pig model, it was injected one

day after the SMN-reduction virus. Out of five treated

pigs, two developed only mild weakness, while the

other three showed no observable symptoms.

In a separate experiment, pigs were given the SMN

gene therapy about four weeks after the SMN-

reduction virus. This is a time at which SMA-related

symptoms are present in the pigs. Importantly, these

later administrations of the gene therapy were able to

successfully treat disease progression.

This work from the Burghes Laboratory indicates that

the virus-mediated SMN gene therapy is able to

improve symptoms in a large animal model of SMA,

which is more closely related to humans than mice

are. It also suggests that the therapy may be able to

positively affect disease progression even when given

after symptoms have started.

SMN Gene Therapy in a Large Animal Model for SMA

FOR FURTHER INFORMATION:
SMA gene therapy
www.smasupportuk.org.uk/blog/research/clinical-trial-of-potential-smn-gene-therapy-approved-in-the-us

www.smasupportuk.org.uk/blog/research/gene-therapy-shows-promising-results-for-sma

Figure 3. A large animal model 
for SMA. Genetically engineered
viruses that target the SMN gene
for reduction can be injected 
into pigs. These viruses travel
around the body and produce a
molecule that is able to decrease
the production of the SMN
protein. This causes death of 
the lower motor neurons and
SMA-like symptoms.
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In the past five to ten years, it has become

increasingly clear that SMA is not simply a disease of

the lower motor neurons, especially in more severe

cases. It is certainly true that these nerve cells are the

most susceptible to reduced levels of the SMN

protein. However, there is a significant body of

evidence from mouse models of SMA that indicates

other cells, tissues, and organs are affected and may

contribute to the overall disease process.

In order to best treat the disease, it is crucial to

understand the extent of SMA pathology. Researchers

are therefore studying the role that different cell and

tissue types may be playing in the disease.

Christian Lorson (University of Missouri, Missouri,

USA) decided to look at a particular group of cells

called astrocytes, which are non-nerve cells found in

the brain and spinal cord that support the nervous

system. Amongst other things, astrocytes help to

control blood flow and oxygen availability, nutrient

supply, and nerve cell electrical activity.

Using clever genetics, the Lorson group were able to

specifically increase SMN protein levels in just the

astrocytes of SMA model mice. These mice therefore had

low SMN levels in all cells and tissues except for the

astrocytes, which had relatively healthy amounts of SMN.

The SMN-astrocyte mice showed significant improvements

in neuromuscular function and overall survival when

compared to mice with low SMN levels in all cells. 

Looking at samples taken from normal SMA mice and

SMA patient samples, a greater number of astrocytes

and inflammation markers were observed. These signs

are indicative of problems within the central nervous

system (i.e. the brain and spinal cord).

When SMN levels were increased in the astrocytes of

SMA mice, these indicators of disease were partially

returned to normal.

This work suggests that reduced levels of SMN protein

in astrocytes cause the cells to not function properly.

In combination with evidence that other cells and

tissues throughout the body are similarly affected, this

suggests that SMN will need to be restored

throughout the body, and not just the nervous system,

to have the best chance of successfully treating SMA.

Brain Support Cells Influence SMA Severity

FOR FURTHER INFORMATION:
SMN protein is not just important for motor neurons
www.smasupportuk.org.uk/blog/research/smn-protein-not-just-important-for-the-nervous-system

www.smasupportuk.org.uk/blog/research/molecular-muscle-pathology-in-sma

The UK SMA Patient Registry
• A database of genetic and clinical information 

about adults and children in the UK and Ireland 

who have SMA and a confirmed mutation in the 

SMN1 gene.

• You can create an account so that you can view 

and update your information at any time.

• If you are under 16, a parent/guardian must 

create and account on your behalf.

Sign up today!

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

12
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How has the registry been
used so far? 
The UK SMA Patient Registry

is a valuable resource for

SMA research. It has been

used successfully in the

planning and recruitment 

of an industry-sponsored

clinical trial (Trophos) as well

as for an academic study looking at the SMA care

standards in different countries - key findings were

published in the Journal of Neurology. It has also

been used to help the Medicines and Healthcare

products Regulatory Agency (MHRA) make decisions

about whether a trial can go ahead in the UK. 

The MHRA are the authority responsible for licensing

medicines for use in the UK. 

Most recently, the registry helped with the

recruitment into a clinical trial for the treatment of

SMA in adults and children (MOONFISH) sponsored

by the pharmaceutical company Hoffmann-La

Roche. Those already signed up to the registry have

received notification about this trial. Hearing about

research is just one of the benefits of signing up to

the UK SMA Patient Registry. More information can

be found on the UK SMA Patient Registry website:

www.treat-nmd.org.uk/registry

Information about clinical trials can be found on the

clinical trials.gov website:  https://clinicaltrials.gov/

More information about the study looking at the SMA

standards of care in different countries can be found

at www.treat-nmd.eu/resources/patient-
registries/publications/sma/

Further information about the MHRA can be found at

www.treat-nmd.eu/sma/mhra-queries/

How does the registry help with recruitment for trials? 
If, based on the information in the registry, a person with

SMA meets most of the criteria for a particular trial, the

registry will contact them with details about how they

can take part. If they are interested they can contact the

researchers running the trial. The registry will never give

contact details of potentially eligible participants to

researchers, either commercial or academic.  

The decision to take part in a particular trial is an

important one, and being part of the registry does

not mean you have to take part, nor does it mean 

you will definitely be eligible. If a person decides not

to take part in a particular trial, their data will still be

kept in the registry and we will continue to inform

them about other trials unless they tell us not to.

Please note that if the registry makes you aware of 

a trial, this does not imply that we endorse it. 

Why is updating your details on the registry 
very important?
The registry is only as useful as the information it

contains so it is important to keep all details as up to

date as possible. Keeping information up to date

ensures that the most relevant information is received

- this includes details about trials you may be eligible

to take part in. If you or your child are signed up to

the registry you will receive a reminder email at least

once a year asking you to update your details. 

However, we would encourage you to check your

registry record regularly and if there are any major

changes to your circumstances, particularly important

are health changes, to update this information as soon

as possible. Also, if you move house, change your

email address or get a new phone number we would

ask that you make sure you update this information in

the registry so that we are able to contact you. 

Everybody registered has access to their account

and can log in and review their details at any time

and make any updates if necessary.

UK SMA Patient Registry Update
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.
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RESEARCH OVERVIEW ON OUR WEBSITE 
You will now be able to read an overview of what is happening in the many areas of
research in our new website area: www.smasupportuk.org.uk/research-progress

Clinical trials follow a strict protocol. The protocol

describes the aims, design and organisation of a

clinical trial. It also provides information on the

background and reasons for a trial and outlines the

study plan for that trial. The plan must be carefully

designed to ensure the safety of the participants as

well as answer specific research question(s). The

clinical trial protocol describes:

• the type of participant eligible for the trial

• what procedures will be involved in the trial

• the schedule of tests

• medications and dosages

• the duration of the trial

Please note that only about 20 percent of all studies

are successful and therefore they are not a guarantee

for a treatment.

What are the different phases of a Clinical Trial?

Phase 1  
Aims to test the safety of a new treatment / medicine

and see how well it is tolerated. Often, Phase 1 studies

are carried out on a small number of volunteers

(usually healthy).

Phase 2
Tests on a larger number of patients to monitor how

well a treatment/ medicine performs. 

Phase 3 
Involves a larger number of patients and follows the

same process as Phase 2. The aim is to gain a more in-

depth understanding of how effective and beneficial

the treatment/ drug is.

Phase 4
Takes place once the new medicine/ treatment has

passed all the previous stages and has been given

marketing licences. A marketing licence means the

medicine can be made available on prescription. The

safety, side effects and effectiveness of the medicine

continue to be studied while it is being used in practice.

How long does a clinical trial last?
The length of a clinical study varies depending on

what is being studied. Participants are told how long

the study will last before they enrol in the study.

Why do people participate in a clinical trial?
People have a number of different reasons for taking

part in a clinical trial. 

There is currently no cure for Spinal Muscular Atrophy,

however research is currently being carried out into possible

SMA treatments. Also, people want to have a more active

role in clinical trials in order to benefit from new research

developments as soon as possible. It is important to be

aware that although the start of a clinical trial is a very

promising sign, it is not a guarantee of treatment. 

Another potential advantage is that people taking part

in clinical trials are monitored at frequent intervals,

using even more stringent assessments than usual,

even after the trial has finished. This close attention

could result in better management of the condition.

It is important to remember that clinical trials can

carry risks as well. It is crucial to be well informed

before making a decision to take part in a clinical trial.

Understanding the details of the clinical trial process

and the impact it has on participants and their families

is essential before a final commitment is made.

For More Information about Clinical Trials, how they

work and what to think about before signing up

please go to www.smasupport.org.uk/how-clinical-
trials-work

Clinical Trials
A clinical trial is a rigorously controlled test designed to examine the safety and/or
effectiveness of medicines, devices, treatments, or preventive measures in humans.

14
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Research

There are a number of drugs on the horizon that may

be of potential therapeutic benefit to SMA patients.

Using this drug pipeline, we are tracking the

development of all possible SMA therapies currently

being tested in human clinical trials. We have split the

diagram into drugs that do not affect SMN protein

levels (SMN-independent) and those drugs that

increase SMN protein levels (SMN-dependent). This

diagram will be regularly updated on our website to

map the development and progress of each drug

programme. www.smasupportuk.org.uk/drug-pipeline

SMA Drug Pipeline

Rare Disease Day is a yearly event

organised to raise awareness

about rare diseases and the

impact that they have on the lives

of patients and their families.

The European Union deems a condition to be a rare

disease when it affects in Europe no more than 5 people

in 10,000. Given the rarity of patients, it is important to

raise awareness of these conditions in order to increase

their visibility within the public and political domains.

Co-ordinated by EURORDIS (a patient-driven alliance

of patient organisations and individuals representing

rare diseases), Rare Disease Day is on 28th February

each year. Events this year were also on Friday 27th.

SMA Support UK supported Rare Disease Day by

participating in Royal Holloway’s annual Rare Disease Day

event, hosted by SMA researcher Dr. Rafael J. Yáñez-Muñoz.

Information and Support Coordinator, Ellen, and

Research Correspondent, James, ran an exhibition

with interactive activities to raise awareness and

increase understanding of SMA.

More than 100 school and sixth form college students

attended the day, which involved lectures, lab activities,

and exhibitions from over 16 different societies and rare

disease organisations such as SMA Support UK.

Ellen and James had a great time talking to all the

students and were impressed by their enthusiasm to

learn more about SMA.

SMA Support UK at Rare Disease Day 2015

SMN-independent

Roche/Trophos
Olesoxime

Cytokinetics
CK-2127107

ISIS/Biogen
ISIS-SMNRK

PTC/Roche
RG7800

Repligen/Pfizer
RG3039

Avexis
ChariSMA

Pre-clinical
development

FDA/EMA
approval

Clinical trials

Phase 1 Phase 2 Phase 3

SMN-dependent

FOR FURTHER INFORMATION:
Rare Disease Day: www.rarediseaseday.org/
Royal Holloway Rare Disease Event 2015:
www.royalholloway.ac.uk/biologicalsciences/rdd/rared
iseaseday.aspx

Yáñez-Muñoz Laboratory:
https://pure.royalholloway.ac.uk/portal/en/persons/raf
ael-j-ynez-or-ynezmunoz(7a966e44-a812-4293-99a8-
1016a6fe919a).html
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Thank You!  

A massive thank you to Sarah
Wilkins and Shareen Moir for
organising ‘A Village Affair’ and
raising a brilliant £3,000 in memory
of their sons Isaac and Regan.

A huge thank you to Mel Halliday for organising a fun
day at Winsley Primary School and raising much needed
awareness of SMA along with a fantastic donation.

Thank you to Michelle Cochrane and her friends and
family for their continued fundraising efforts in memory
of Zac Cochrane.

A big thank you to James Sleigh for
running the Vilnius Marathon in Lithuania
and raising a fantastic £917.92. 

Thank you to our
2014 Great North
Runners; Peter Clark, David
Elkington, Rob Griffin, Leanne
Hudson, Kate Reedman, Peter
Robson, Christopher Thompson
and Lee Ward who raised £109.91,
£370.71, £90.47, £430.04,

£725.39, £220.00, £315.95 and £55.00 respectively. 

Thanks to all of our 2014 
Great Birmingham Runners; 
Michelle Baylis, Claire Holdcroft,
Jill Woodock, James Taylor and
Dean Croft who raised £95.00,
£935.60, £376.95 and £300.00
respectively. 

A huge thank you to Jon Holley, Jesse Cope and
David Bird for taking on one the world’s toughest
closed road cycles the Wiggle Etape Cymru and raising
a fantastic £4,929.47 in memory of Theo.

Thank you to Emma
Sheldon for taking part in
the Southampton ‘Run or
Dye’ with her daughter
Charlotte and raising a
marvellous £477! 

Tremendous thanks go to the Rotary Club of Lower
Wharfedale for kindly supporting us as their charity of
the year.

Thank you to Rachel Luckett
and her friends and family for
showing so much enthusiasm
and commitment in continuing
to fundraise for us in memory of
Rachel’s son Edward Luckett.

A massive thank you to DMGT for their continued
support by taking part in various fundraising initiatives
and making a donation of £10,000 for our Information
and Support Service.

Thank you to Janet Donnelly for holding various
fashion shows at M&Co helping to raise awareness of
SMA and raising a fantastic £556.90.

Thanks to The Little
Carpet Company,
Wollaton for gifting some much needed flooring to make
a home more accessible for a child with SMA. 

Maureen Carney, Victor Hassan, Christine Clarke,
Jonathon Griffith, Mr & Mrs Blundall, Di Hartley, 
Neil Ashby, Kim Darby, Jose Rogers, Simon Wright,
Suzanne Glover, Mr & Mrs Mateer for their
commitment to volunteering. 

Thanks to the RSC and Harry Teale for collecting
money for us during their Christmas
performance and raising an
extremely generous £1,079.79.

Thanks to Intergage for letting us
be their charity of the year and for
getting stuck in with their fantastic
fundraising ideas! 

A massive thank you to our
Santa Runners; Lee Gearing, 
Tommy Lynch, Tania Baldwin-Pask,
Phil Pask and Drewery Dyke for
their fantastic festive fundraising,
raising £845.26, £505.10 and
£279.86 respectively. 

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.
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Thank You!  

A huge thank you to Robert Hamilton for his
continued fundraising efforts by delivering speeches to
various community groups.

A big thank you to Craig and Lynn Hamilton and
Aunt Rena for their continued fundraising efforts 
and awareness raising in memory of Scoot and 
Karen Hamilton.

Thank you to Tracy McCamon for raising a fantastic
£1,000 by taking part in a 10k Race for Life for 
SMA Support UK.

A huge thank you to the Altaf Grandkids for taking
part in the Big Fun Run and raising a fantastic £604.12

A huge thank you to all staff at New Chapter
Consulting for their continued support throughout
2014, with more fundraising organised for 2015.

Thank you to Julie and Dave
Bartlett who took part in the
New York marathon in memory
of Daniel Popham and raised a
fantastic £1,817.98. 

Well done
and thank you to Rory Rodgers
who took part in the Scottish Half

Marathon and
Anne-Marie
Rodgers and their
friend Valerie who
took part in the
Scottish 10k. Rory,
Anne-Marie and

Valerie have raised a combined total of £1,595.55.

A big thank you to Jenny Hall who raised £1,169.24 by
running the Cardiff half marathon.

Thank you to Owen Brown for running the Cardiff Half
Marathon and raising £463.32.

Thank you to Anne Hassan and Maria Stripling for
taking part in the Natterjack 10k and raising £529.83
and £1,685.70 respectively.

A huge thank you to Alex and Jaymie Middleton and
their friend Richard for cycling to from London to
Edinburgh as part of Saffy’s #Fivefor5 and raising an
amazing £2,880.92.

Thank you to Jacky Devereux who was inspired take
part in the Hartford Marathon on her 60th Birthday by
her friend Sarah and raising a wonderful £307.51.

A huge thank you to Liam Walker who took on the
challenge of Tough Mudder and raised an amazing
£360.32. 

Thank you to Jeanette Williams for running the
Chelmsford marathon and
raising a fantastic £576.71.

Thank you to Carl Rooney
for embarking on a 12 month
hair challenge and raising a
fantastic £1,069.28. 

Thanks to Liz Hartley for her
inspirational commitment in fundraising and raising
awareness of SMA in her local community. 

Thank you to Jason Sykes for taking part in the Great
Midlands Run and raising a fantastic £220!

A huge thank you to Laura Summers whose friends,
Nicolo Tagliarini and Aaaron Campbell took part in a
daring skydive to raise a grand total of £485.42! 

Thank you to Dori Gyulai for taking part in Survival of
the Fittest and raising an amazing £129.33. 

To everyone who took part 
in Christmas Jumper Day 
for SMA, the total raised 
was just under £6,000! 

Help us beat this in
December 2015!
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Ask your neighbours to help organise the day 
to create community involvement. It is best to 
start off small and look for opportunities to 
grow the event in the future, should you wish 
to hold it again. Our Garden Party started as a 
coffee morning and developed from there.

1

Let everyone get involved. We have always let
our community get involved as much as 
possible, e.g., we have opened gardens for 
people to walk around, asked for homemade 
cakes and second hand books etc. By letting 
members of your community use their own skill 
sets and interests to help out on the day, you 
are giving them a sense of pride and ownership. 
The timing of the event on a Saturday morning 
allows families to still carry out their normal 
weekend routines in the afternoon.

5

Analyse the success of the day. If you want to 
hold the party again, what would you do next 
year to make it even more successful? 
We keep a contact database of e-mails to 
invite people each year and are considering 
setting up a Facebook page. 

6

Share the achievement. We share the sense of 
achievement with the neighbourhood by 
putting up a poster displaying the amount 
raised and by letting them know what their 
generosity has accomplished through e-mails.

7

Pick someone to lead the day. One person 
needs to be in charge of the logistics and keep 
an overview of the preparations. This person 
will be a motivator but as a group you can 
work to build connections and networks in the 
neighbourhood. A few months before the 
event, a kick-off planning meeting with the 
team is necessary to agree further meeting 
dates and to review progress.

2

Fundraising. Our raffle is the main money raiser 
and good prizes are essential. Make use of local 
connections to collect raffle prizes, e.g., writing 
letters to local cinemas, theatres, well-known 
hairdressers, beauticians and shops. We charge 
a £2 entrance fee which includes tea/coffee and 
a homemade piece of cake. Our stalls sell plants, 
homemade cakes, second hand books and crafts. 
We open some gardens for people to visit and 
this includes a quiz for children to complete. 
Other activities for children include face painting, 
lucky dip and splat the rat. We also attach SMA 
Support UK leaflets to our tables and gazebos to 
raise awareness of the charity.

4

Promote the event. Look for local opportunities 
such as church newsletters and local community 
group noticeboards. These local clubs may also 
help with the logistics of the day, such as 
loaning cups and donating raffle prizes. You 
could also contact your local Neighbourhood 
Watch and ask if they could e-mail their members
with details of the day. We have found that 
leafleting door to door is not as successful as you 
might think. Word of mouth is very important.

3

How to organise a Garden Party
Organising a Garden Party in your community can be a great 
way to bring everyone together whilst raising vital funds for SMA
Support UK. Magda Sereda, one of our former trustees, has been
holding a Garden Party fundraiser for 8 years now and has raised
significant funds and awareness of Spinal Muscular Atrophy in her area. Here are her 
and her neighbours’ invaluable tips on how to organise your own outdoors fundraiser:

Fundraising
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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, Anne Brown, 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 and John 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 Ffolkes, Diana Ford, 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, Xy-za Lenczowski, 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, Marc Norman, Paul

McGuire, Mr J Norman, Andrew Nosalik, Kerrie Bates, Dominik Nosalik, Mr R. C.O'Donoghue, Mr T 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, Sharon Morgan, Mr A and Mrs S Smith, Dr Hassan Sobati, Jan Sorrell 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, Marie Ann Panariello, 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, Petra Carstensen, Mr and Mrs Cullen, B McLaughlin, John Barnard,

Robert and Janet Townsend, Iain Kidson, John and Nancy Wells, Michael Price, Amy Jones and Tom Fenton.

SMA Support UK would like to thank those who donate regularly

Email fundraising@smasupportuk.org.uk to find out how to donate regularly and make a difference. 
Regular gifts can be put towards Angel and Inspiration Funds too.

Maybe you would like to

follow Magda by fundraising

for SMA Support UK in your

community. Well, you can

do just that. Keep your eye

on our website and social

media pages for our fantastic and easy fundraising

initiative ‘Coffee & Cake Day’!

In the mean time you can email our Community

Fundraiser Becky for more information:

fundraising@smasupportuk.org.uk

LOOK OUT FOR OUR
COFFEE & CAKE DAY

FUNDRAISING PACK!

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

Our Mugs are made from recycled plastic. 
They come in magenta or blue and cost just £5

SMA Support UK Mug

Fundraising
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Get Involved

You could become:

A MEMBER

Interested? Then join up today. www.smasupportuk.org.uk/our-members

If you would like to be a supporter make contact today:
office@smasupportuk.org.uk or phone 01789 267 520

You don’t need to use our services or have SMA to be 
a supporter or a member, and you can be both!

If you are interested in how we run the organisation and want to contribute your
ideas about how we can best meet the needs of people in the SMA community,
this might be for you.

We are registered with the Charities Commission as a membership organisation.
Without members we couldn’t exist and provide the much needed information
and support we give to the SMA community.

Our trustees represent the membership, and are responsible for steering the
charity and for making sure we are doing our best to respond to the needs of
people in the SMA community. 

To be a member you must be over 18. We will send you copies of:
• Our Annual Report • Our Annual Accounts • Our Strategy for the Year

A SUPPORTER
Supporters help us to: let people know what we do; raise awareness of SMA;
perhaps do some fundraising. Supporters don’t get involved with the running of
the organisation.

Go to www.smasupportuk.org.uk/sign-up-for-e-news

E-NEWS
You may also be interested in our regular e-news which brings you updates about
services, campaigns and events. Anyone can sign up for this. E-news are short and
there are no attachments that will jam up your email in-box.


