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Inspirations is The Jennifer Trust’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 The 
Jennifer Trust.
Please write to:
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Cygnet Court, Timothy’s Bridge Road, Stratford 
upon Avon, CV37 9NW or 
email: office@jtsma.org.uk
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Welcome to this 
Spring edition of 
Inspirations…..
We all recognise that the current 
financial climate presents all 
charities with very exacting
challenges, and there is no evidence that the pressures 
we face are going to improve over the coming years. The 
Jennifer Trust is no different and we will continue to make 
sure that every penny we receive is spent as efficiently 
and effectively as possible for those families and individuals 
affected by SMA.

As part of making sure we use our funds as efficiently 
and effectively as possible we will continue to grow our 
partnerships and alliances with those organisations which 
provide similar services to ourselves. We have already 
started to work more closely with the Muscular Dystrophy 
Campaign and the Spinal Muscular Atrophy Trust. This 
work to build and develop closer working will be a key 
theme in how we move forward as an organisation over 
the coming years.

Research into SMA continues to make significant progress, 
and excitingly we are starting to see advances in the drug 
trials that may lead to an effective treatment for SMA. 
The challenge will be to see how we can best support 
those drug trials, and the JTSMA funded Patient Registry 
will continue to be a key tool for researchers in helping to 
advance those drug trials.

Our support services continue to play a vital role in 
supporting families and individuals impacted by SMA. 
It is possible that with the tightening of NHS budgets, 
the demand for our support services will increase, and 
this will be a challenge. We are also seeing a change in 
the demographics of those with SMA as a result of the 
improvements in healthcare, and we are seeing more 
young people and adults with SMA going on to play a very 
active and productive role in society. Therefore we will be 
looking over the coming year to see how we can best offer 
the advice and support that these individuals may need.

We, as Trustees, recognise that our aims are ambitious and 
there is a lot to do. But we can’t do it alone, and without 
you – our supporters and fundraisers, we won’t be able to 
achieve this. So finally, as Trustees, we would like to thank 
you for your continued and much valued support. We look 
forward to working with you over the coming year.

Jonathon Griffiths
Chair of Trustees
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DIARY DATES  2013
NAIDEX – NEC, Birmingham  
Tuesday 30th April  - Thursday 2nd May 2013
Naidex is the UK’s largest disability, rehabilitation and 
homecare event with over 300 exhibitors featuring the 
latest products and services to aid independent living. Free 
entry.
See www.naidex.co.uk/national  for more 
information 

Kidz South – Rivermead Leisure Centre, Reading
Thursday 13th June 2013
Exhibition dedicated to children with disabilities and 
special needs, their families, and the professionals who 
work with them.  Free entry.
See www.disabledliving.co.uk/Kidz/South for more 
information 

Families of SMA Conference – The Disneyland 
Hotel, Anaheim, California
Thursday 13th – Sunday 16th June 2013
The largest conference in the world for individuals and 
families affected by SMA, and health and social care 
professionals. Conference for SMA researchers runs 
in parallel with the family conference. For full details of 
the conference programme, venue and booking details 
visit http://www.fsma.org/FSMACommunity/
Conference/ 

Mobility Roadshow – Telford International 
Centre, Telford, Shropshire
Thursday 27th – Saturday 29th June 2013
An opportunity to view and access help, information and 
advice about the latest mobility products and to test drive 
vehicles, wheelchairs, scooters and cycles. 
For more information visit www.mobilityroadshow.
co.uk Tel: 0845 241 0390

NAIDEX SCOTLAND – SECC, Glasgow
Wednesday 18th – Thursday 19th September 
2013
Scotland’s homecare, disability and rehabilitation 
exhibition, enabling visitors to view, test and compare the 
latest products to aid independent living.
See www.naidex.co.uk/scotland for more information

DNEX - Disability North Exhibition  - Newcastle 
Racecourse, Newcastle upon Tyne
Wednesday 25th - Thursday 26th September 
2013 
The North’s largest independent living exhibition, 
providing information, advice and equipment for disabled 
people, children, adults, carers and health/social care 
professionals on a range of disability related issues.
See  www.disabilitynorth.org.uk  for more 
information, phone 0191 284 0480 or email 
events@disabilitynorth.org.uk
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Muscular Dystrophy Campaign Scottish 
Conference – Beardmore Conference Centre, 
Glasgow
Saturday 6th October 2013
MDC’s Scottish Conference will feature a mix of 
speakers, advice stands, presentations and workshops 
for people with muscular dystrophy and related 
neuromuscular conditions, their families and friends. For 
more information contact 
lynni@muscular-dystrophy.org  

Muscular Dystrophy Campaign Conference – 
East Midlands Conference Centre, Nottingham
Saturday 12th October 2013
MDC’s National Conference will feature a mix of 
speakers, advice stands, presentations and workshops for 
people with muscular dystrophy and other neuromuscular 
conditions, their families and friends. For more 
information contact lynni@muscular-dystrophy.org  

Kidz up North – Event City, Manchester 
Thursday 21st November 2013
See www.disabledliving.co.uk/Kidz/North for more 
information 

Kidz Scotland – Royal Highland Exhibition 
Centre, Edinburgh
Thursday 11th September 2014
New venue for the popular Kidz exhibition presented by 
Disabled Living. Free entry and accessible parking. 
For details of exhibitors and facilities see 
www.disabledliving.co.uk/kidz/scotland 

EVENTS
Milton Keynes Marathon – 6th May 2013
The Milton Keynes Marathon is a new addition to our 
Events Calendar, and offers 4,500 acres of woodlands, 
lakesides, parks and landscaped areas within the city 
boundary.  It’s the greenest marathon around!

London Nightrider – 8th to 9th June 2013
Enjoy a moonlit Cycle through the deserted city; past 
the Tower Bridge, Canary Wharf, London Zoo, Piccadilly 
Circus, British Museum, London Eye, Houses of 
Parliament, Trafalgar Square and more...

London 10k Road Race – 14th July 2013
The British 10k London Run is staged on the world’s 
greatest road race route through the heart of central 
London passing many of the capital’s truly world classic 
historic landmarks.

If you are interested in any of the above events please 
contact the Fundraising Team on 01789 267520 or 
email fundraising@jtsma.org.uk
 
The dates for our family social activities are still to be 
confirmed so we will keep you posted!
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Moving from Primary School to Secondary School 
can be a difficult time for any child, but if you have a 
child with a disability the transition can be even more 
of a challenge.  Doug Morris, parent of Ben, gives his 
perspective on how things can work if it is done well.

In the beginning….

Once a child gets a diagnosis of SMA the parent’s 
world starts to get turned upside down.  Putting aside 
emotional feelings, parents lurch between services and 
get advice for this, that and the other.  The random 
search for information and services soon gathers its 
own energy and structure; parents start to understand 
what’s needed and how things work.  Familiarity with 
problems and concerns soon turns into knowledge 
and experience.  After a while, and in their own time, 
parents inevitably become the experts about SMA and 
their child; this was rightly predicted by the neurological 
sage who gave the diagnosis a few years earlier.

Then came the wise people from 
education….

Those early years before school gets in the way, are a 
voyage of discovery and the tossing and turning seas 
soon settle into calmer waters, the winds of change 
become predictable, care is under control and when 
illness comes, as it always does, careful planning and 
training kicks into gear and we get our children through 
it.

Suddenly, the spectre of education encroaches on your 
doorstep and the demands for documentation, control 
and care needs interrupt the daily routine.  Passing on 
knowledge and experience to professionals, intrude 
into your life and so comes the introduction to primary 

school and community health care.

Care plans are introduced and training for a wide 
variety of individuals and purposes ensues. Depending 
upon the receptiveness of the team working with 
our children, this task can vary from a breeze to an 
unwelcome thunderstorm.  It would seem that levels 
of support you give to primary school and those people 
supporting the educational environment is actually 
harder than looking after the child yourself, but you 
keep reminding yourself that, ‘…at least my child is 
getting an education’.

Eventually things settle down, routines start to fall into 
place but throughout the primary school experience 
there are often little pockets of difficulties that have to 
be addressed.  So changes to plans, needs for training 
and intervention for something or other are never far 
away.

A new era starts to dawn…

After seven years of blood, sweat and often tears the 
next stage is thrust upon you… secondary school… 
The alarm bells start to ring and your mind returns 
with horror to that first move into primary school, but 
yearns for the quieter early years before education.

So, let’s see what happened to Ben Morris…..  Ben is 
now 12 years old and was diagnosed with SMA Type II 
(severe) when he was 11 months old.  At the time Ben 
was only given two years, so his parents did very little 
planning and expectations were low.  However, as time 
went on Ben developed, grew and thrived and when 
the time came, was thrust into the primary school 
experience.

Considering Secondary School…..

After the recognisable struggles of the primary years, 
Ben reached Year 5 with little fuss, despite the usual 
sickness and frequent stays in hospital.  It was now time 
to start considering which secondary school Ben should 
move up to.

Doug and Sand (Ben’s parents) along with the Special 
Resource Co-ordinator decided that they should start 
considering secondary school a year early. Ben was 
doing well educationally and improving all the time, 
however there had to be complete certainty that the 
school that was chosen not only met his educational 
needs but more importantly met his physical needs.

Choosing a school….

Ben’s dad reflected, “We visited five secondary schools 
in all and the difference in attitude between all five was 
remarkable.  The one thing we didn’t question, but 
it was clear anyway, was that all of the schools could 
educate Ben and all to a good standard.  Each of the 
schools had a different focus, one had a bias toward 
sport, another toward the arts, one was rather elitist 
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and another was one of the most highly regarded 
schools in the area with queues of parents and children 
clamouring to get in.”

Where the big difference arose was their attitude 
towards Ben and his physical disability. Here’s a quick 
summary:

• School 1: Was modern but crowded and had never 
had to deal with a physically disabled child and really 
didn’t know where to begin.

• School 2: Was an older school, no lift to upstairs 
classrooms, steps and curbs everywhere and no 
facilities for personal care.

• School 3: A brand new out-of-borough school, 
this ticked all the boxes, they were willing to “take Ben 
on”, however funding and cross boundary issues would 
have created more trouble than we, or the school, 
really wanted to deal with.

• School 4: Just around the corner, Ben would 
have some friends he had grown up with there and 
education standards of the school were rising.  But the 
lead SENCO just didn’t want to know and introduced 
barriers, despite support from the Head, Local 
Councillors and MP.

• School 5: A very old secondary school which had a 
special resource provision for 15 disabled children, care 
was available and provided by specially trained staff, but 
the priority was the education, care was just part of the 
day.

Despite Ben’s initial 
concerns, and a couple 
of heart searching 
conversations, Ben 
agreed that the most 
appropriate school was 
school 5.  Although we 
were happy with the 
choice we made, we 
were disappointed that 
in actual reality there 
was no choice at all as 
school 5 was the only 
school that would, 
and could, effectively 
take him.  Ben initially 
was worried about not 
having any friends, although he knew others in the unit, 
but as you will see the die was cast and the planning 
commenced.

Initial visits….

We visited the school a number of times before and 
after the decision was made.  First we got to know 
who we were dealing with and very quickly gained 
confidence in their expertise. We met with other 
pupils and we were shown the PI Unit.  The unit is a 
self contained room in the middle of the school, fully 

equipped with changing rooms, hoists, physiotherapy 
room, PCs, space to move.  From the Unit Ben has 
access to everywhere in the school, quickly and easily.

We went to the school open day a year early, when 
Ben was in Year 5, and met teachers of the school. The 
word ‘welcome’ truly understates how we felt.

The open day we went to when Ben was in Year 6 
confirmed everything we had learned about the school. 
Ben warmed more and more to it and felt that the 
decision we had all reached was the right one.

Coming Home….

Ben met the same members of staff and a special 
meeting was held with those concerned with the 
transition. 

After this meeting, Ben reflected, “..this is just like a big 
version of my primary school….”, which has a similar 
provision and after seven years of planning knew him 
well, “It’s like coming home”.

So, with the decision all but made, everybody now 
had to wait for the formal nod from the LA and get 
the school added to his SEN Statement.  This duly 
happened without any fuss and the transition began.

Planning… Planning… Planning…

Events rapidly started to fall into place. Here is a 
summary of what activities occurred:

• The new school 
already has an 
established series 
of induction days, 
activities and 
meetings in place 
for all new pupils. 
Ben rightly went 
to all of these, and 
where necessary, 
support provision 
was made available 
to ensure he could 
attend.

• Ben attended 
two induction days 
and was horrified 

that he had to take 9 tests, “Nine…” he shouted… But 
he was warned that education came first… so he took 
it with a shrug and moved on.

• The new support staff attended Ben’s final SEN 
annual review and quickly learned as much about Ben 
as was needed.

• The new school visited Ben in his primary school and 
worked with him in class, they also spoke to his care 
support and Teaching Assistant (TA) to understand what 
made Ben tick and work out what was needed to get 
them up to speed.

Ben and Emily
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Support for Children 
with Special Educational 
Needs
In December 2012 the Children’s Minister, 
Sarah Teather, unveiled proposals for reforming 
the education and health support for children 
with special educational needs (SEN) and 
disabilities.  As part of the Children and Families 
bill (debated in the House of Commons at its 
second reading, on Feb 25th 2013) changes are 
being introduced which affect the way children 
are assessed for, and provided with, SEN 
support.

Visit the following websites for information 
about the changes:

Department for Education: 
http://www.education.gov.uk/
childrenandyoungpeople/send/b0075344/
government-proposes-reforms-sen

GOV.UK: portal for government information 
and services: 

https://www.gov.uk/children-with-special-
educational-needs/overview

Contact a Family: national charity supporting 
families of children with disabilities:  

http://www.cafamily.org.uk/advice-and-support/
sen-national-advice-service

Phone: 0808 808 3555      

Parent Partnership Services: national 
charity offering advice and support to parents 
and carers of children and young people with 
special educational needs:  

http://www.parentpartnership.org.uk

Phone: 0207 843 6058        

IPSEA (Independent Parental Special 
Education Advice)  - national charity 
providing free legally based advice to families 
who have children with special educational 
needs:  

http://www.ipsea.org.uk  

Phone: 0800 018 4016

• Ben made additional visits to the new school to 
get familiar with the territory and developed a good 
working partnership with his new key worker.

• Personal care training was arranged and delivered 
by the Community Health team, thus ensuring Ben’s 
physical needs would be met from day one.

• The documentation that was used was an 
accumulation of everything that had gone on in the 
previous seven years, so the challenges during that time 
were worth it.

• Transport was arranged and an escort during transit 
put in place and trained.

As parents our involvement was minimal, just being 
rolled out when necessary to provide transport or 
attend another information session at the new school.

By the time Ben was coming to the last week of 
primary school he had all but left, the summer holidays 
beckoned, the anticipation of secondary school was so 
enticing. Ben, school and we were ready.

Arrival….

At the allotted time, Ben was woken up on the first 
day of school, put into his new school uniform and 
collected by the bus.

There have been a few teething problems, but nothing 
that can’t be dealt with over the phone or using the 
communication book.

Ben and education do mix, and mix well….It was 
probably right that we worried about the transition but 
the worry was unfounded.
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Our Information Service
In December 2012, The 
Jennifer Trust became a 
certified member of The 
Information Standard,   a 
Department of Health 
initiative for health and 
social care information. 
Certification confirms 
that the information we 
produce is clear, accurate, 

impartial, evidence based, accessible and up to date. 
It also commits us to maintain a robust programme to 
review and update all our information, initially over a 
three year period. We will be inspected annually.

You will have seen in previous issues of Inspirations and 
on our website that we are currently focusing on Route 
Maps for SMA Type 2 and 3.

Family Voices Project
The Jennifer Trust is in a unique position of being linked 
with many individuals and families across the UK who 
are at various stages of life and affected by different 
forms of SMA. 

We already capture the wisdom and knowledge of 
some of these people via our Peer Support Volunteer 
Network, which offers individualised contact.  These 
carefully selected and trained volunteers share their 
experiences of managing the condition and coping 
with practical and daily living issues. They do not make 
decisions for others or tell them what to do, but they 
are able to help people to explore options and signpost 
to other sources of information. 

Our Family Voices Project will capture this knowledge 
in a more global way bringing the benefit of these 
experiences to a wider audience through this magazine 
and our website. We will build on previous ‘Inspirations’ 
stories, which can now be found on our website 
http://www.jtsma.org.uk/personal experiences.html

During the next year we are hoping to interview and 
film people who have experience of facing particularly 
challenging life stages or decisions so that they may 
share the story of how they addressed them – how 
they felt, what questions they asked, what worked and 
did not work for them – and in so doing give others 
ideas and encouragement to find a way forward that 
will work for them. 

We intend to use this material in tandem with our 
Information Standard accredited Route Maps and 
information sheets.  We will also use it in education and 
training sessions for professionals.

Your Tips
The other invaluable 
information we can bring 
people is tips and advice 
on particular topics. We 
are planning to expand 
our information sheets and 
develop our Route Maps, and 
are keen to include your tips 
and experiences…

Toys

Toys and play are really important to children of all ages, 
with all different types of SMA. 

If you found toys that your child really loved playing 
with – at any age – we’d love to hear about them. 
We’d like to share your ideas with other parents 
through our information sheets, Route Map for Type 1 
SMA and forthcoming Route Maps for Types 2 and 3 
SMA.

Accessible Holidays

Have you any recommendations for accessible holidays, 
whether in the UK or abroad? Can you tell us about 
where you went, the facilities there were and if adapted 
transport or equipment was available? Contact details 
for any companies you booked with and an idea of 
costs would also be very helpful.

Please send your tips to: 
supportservices@jtsma.org.uk 

We book with Haven, who have helpful 
special needs advisers. We’ve stayed in 
Blackpool and Cornwall.  Both of these 

sites had lots for kids to do. 
Tip:  Ask for a fully adapted, open plan 
caravan and tell them if you’ll be using a 

hoist. 
Lisa, mum of Luke, who has SMA Type 2 

 
 

 

 

 

My son would play for hours with his 
Duplo figures – they were lightweight 
but chunky so he could pick them up 

without difficulty. 

John – aged 3 yrs, SMA Type 2 
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Anna Brooks - Friend of JT

Volunteering for the JTSMA 
is about so much more than 
just fundraising; it is about 
spreading awareness for a 
condition that does not get 
even close to the amount of 
publicity as it should gain. 

In my first year at sixth form, 
the JTSMA was voted the 
designated charity of the 

year for which we managed to raise £14,000 by 
hosting quiz nights, balloon releases and many more. 
However, what this really meant was that 1,500 people 
between the ages of 11 and 18 discovered a condition 
that they had previously never heard of before.  They 
were given a small insight into a world where daily 
tasks that prior to this they did not second think about 
when they were doing them, may in fact take a lot of 
organisation and help for a person with SMA. It also 
meant that the parents, families and teachers were 
told about a condition that very few of them had heard 
about. Within one week about 4,000 people had been 
made aware of the condition. By the time I graduated 
from my sixth form even the youngest members of the 
school were running to help me open the doors and 
trying to help out in any way they could.

During my gap year that I am currently undertaking, 
before attending university in September, I decided 
I wanted to be more actively involved in the charity 
and so became a volunteer for the JTSMA. Since this 
point I have done many different things including, selling 
raffle tickets at Christmas, attending Christmas fetes, 
distributing and managing the charity collection tins and 
writing articles for the JTSMA website or the magazine.

Most recently I have started a blog (www.abrooks2.
blog.com) that primarily focuses on daily living with 
SMA. I reminisce on past experiences, such as when I 
had my spinal fusion surgery, whilst also focusing on the 
current day and learning to drive. The blog is available 
for anyone to read online and welcomes as much or as 
little feedback as the reader would like. This has proven 
to be a great way to spread awareness of the condition, 
which is of course, just as important as the actual act of 
fundraising.

I managed to rope in my sister, brother-in-law, and two 
of their friends to run the Silverstone half-marathon 
on the 3rd March 2013. Besides the obvious benefits 
to their fitness, this provided another opportunity to 
raise awareness of SMA whilst also raising as much 
money as possible. Collectively they have raised an 
impressive £1,590 and all completed the half marathon 
successfully.
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Over the coming year I am planning an Easter coffee 
morning, a summer “family fun day” and a large winter 
ball in order to raise money for the JTSMA. If you are 
considering becoming a volunteer yourself, then I can 
only strongly recommend doing so. You are able to put 
in as many or as few hours as you would like, focus on 
areas which interest you the most; be it fundraising, 
spreading awareness or talking to families – whichever 
you choose it is extremely rewarding to both yourself 
and the recipients. 

Neil Carney – Volunteer Middlesbrough AbseiI

I have done 
various things 
to help raise 
awareness and 
money for the 
work of The 
Jennifer Trust – 
but the prospect 

of plunging 50m from a 100 year-old steel structure 
over the treacherous tidal waters of the River Tees 
really tested my mettle.

Other brave souls however were unfazed – 22 
daredevils descended that June morning raising £2,500 
- and I hope my presence as an event volunteer to 
recount living and dealing with SMA helped them in 
some small way, and calm a few nerves.

My daughter Emily 
was diagnosed in 2010 
with Spinal Muscular 
Atrophy Type III, and 
I suspect like many 
in our situation, this 
devastating news 

was met with bewilderment and an immediate need 
to learn more. It is said that families affected by the 
condition become experts in the field – often even 
guiding non-specialist medical practitioners. I sought to 
help my peers stunned with the news that their family, 
friends or associates are coming to terms with similar 
news.

 It was a fine, if slightly bracing June morning, and ably 
assisted by my eldest son, I met The Jennifer Trust 
fundraising team beneath the monolithic structure at 
8:00am.

After helping arrange banners, flags and familiarise 
myself with the wealth of information booklets 
provided by the team, we set about welcoming 
participants and their bands of supporters. Beyond 
providing encouragement for the daunting task ahead 
of them, I was on-hand to chat about SMA, about the 
impacts – positive and negative – of dealing with the 

Become a Friend of JT
We are looking for volunteers to act as representatives of The Jennifer Trust in your area. Volunteering is flexible and 
very worthwhile, so if you are interested in joining our volunteer network, please contact Natalie Port, Community 
Fundraiser on volunteering@jtsma.org.uk or call 01789 267520.

Current volunteer experiences
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condition and the valuable work of The Jennifer Trust.

After harnesses were tightened and safety briefings 
given, what struck me was how we were all joined by a 
single, monumental link – one far less tangible than that 
supporting their descent!

My motivation for becoming an event volunteer 
was clear - to impart just a sense of my acquired 
knowledge. To share experiences, emotional and 
practical, and recount the joy that Emily brings to our 

family’s lives despite the challenges we face.  I found 
each participant had been touched by the condition in 
many ways – directly and indirectly – but we all shared 
one underlying objective to raise awareness, and 
importantly funds, to help others. 

I was there to offer help, support and advice, and 
hopefully did. I also learnt much too – an unexpected 
outcome from a fun day shared with kindred spirits. If 
you get the chance, jump at it!

Thanks to…
We are extremely grateful to all of our 
fundraisers and families who with their help 
and support enable us to continue our services. 
Thank you for your hard work both raising 
funds and that much needed awareness!

• A huge thank 
you to Sharon 
Darbyshire who 
took part in the Abu 
Dhabi Triathalon, 
completed it in 3 

hours, 7 
minutes and 26 
seconds and 
has raised so 
far an incredible 
£4,365 in 
memory of 
Christian 
Darbyshire. 

What a fantastic feat!

• To Juliet Palmer who organised a Memorial Dance 
in memory of Zoe Palmer which raised £592 plus a 
donation of £49.73 collected at Thurston Victoria pub.

• Nick Hewis and his hair and beard grow raised 
£236.50 for Abigail Moralee’s Angel Fund.

• Ms Watt and S3 pupils from Springburn 
Academy completed a 24 hour fast collecting £688.

• To Sprowston Community High School who 
held a non-uniform day and raised £250.

• To G15 for their continued support and raising  
over £4,000 thanks to their schools - Beaufort 
Community School raised £404.54 for their non-
uniform day, Severn Vale School raised £1,508.17 
through various events and contributions, High 
School for Girls, Gloucester collected £772.59 for 
their non-uniform day and The Milestone School 
held a coffee morning and raised £500.

• Diane Daley’s 
sponsorship came 
to a fantastic total 
of £1,352 for her 
skydive in memory 
of her son Ross. 

• A big thank you to Caitlin Ryburn who organised 
a school concert raising the profile of both The Jennifer 
Trust and MND.

• Devro collected a 
fantastic £1,500 in memory 
of Mark McPhee

• Asda Living’s ‘Chosen 
by you…Given by 
us’ Scheme based in 
Stratford-upon-Avon 
awarded The Jennifer Trust 
£75.

• Western Power 
Distribution kindly donated £1,508 to cover the 
costs of the Hinckley Christmas Party.

• £640 was collected by Pineapple Inn, North 
Shields, in support of Tom Greer and Paul Culyer 
and their Coast to Coast cycle in memory of Jayden 
Culyer.

• Thank you for the contribution of £372 from the 
Ellie Darby Inspiration Fund.

• Roy Clark sold his stamp collection which raised an 
incredible £500 in memory of Fergus.

• Waitrose, Stratford-upon-Avon donated £260 
through their Green Token Scheme.

• A big thank you to Lisa Copping and team who 
climbed the O2 arena in memory of Zoe Palmer and 
received just over £800 in sponsorship.

• The Banbury Cross Round Table held a Dragon’s 
Den style event and thanks to Maureen Carney we 
were awarded £1,200.

• A huge thank 
you to the 
Wolverhampton 
Round Table for 
organising their 
annual Santa Sleigh 
collection and 
raising an 

                                                       incredible £4,000.

• Thank you to Bright White Space for kindly 
contributing £100 towards our 2012 Christmas Raffle 
prizes.

• To Matthew Norman who organised a prisoner 
and staff John O’Groats to Land’s End cycle within the 
Huntercombe Prison gym raising a fantastic £1,385 
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Service Charity.

• Thank you to Kerstin 
Bates, family and friends, 
who cycled 73 miles to reach 
Skegness in memory of Joseph 
Bates and raised £730. 

• Rob and Becky Gammon 
who ran the Bristol half 
marathon in memory of Fergus 
and raised £376.10.

• Also to John McCutcheon who completed a 
sponsored silence raising £610 in memory of Mark 
McPhee.

• Waitrose, Berkhamstead and their Green Token 
Scheme donated just over £300 thanks to Maddie 
Brooks!

• David Mateer contributed £100 on behalf of the 
King George VI Memorial 1973 annual Sunday Service 
offering.

• Well done to Lynn Bailey for lasting a month 
without crisps, cakes, biscuits and chocolate raising 
£413 in memory of Harvey!

• A huge thank you to Debbie 
Kirkham who ran the 
Liverpool Marathon in memory 
of Sophia Waller and raised just 
over £1,600 in sponsorship.

• To Warwickshire Masonic Charitable 
Association for your £400 donation.

• A big thank you to the Wellesbourne Lions for 
their various contributions; organising the mini prom 
which raised £500 and their Santa Sleigh collection of 
£180.

• David Elkington raised over £700 in sponsorship 
for the Great South Run and enjoyed it so much he has 
decided to participate in the Great North Run 2013. 
Good Luck! 

• To Kendleshire Golf Club for their contribution in 
memory of Joseph Bates.

• Thank you to Ragdoll for their generous donation of 
Christmas Raffle Prizes.

• Stacey Voyce and Coventry Sports 
Foundation held a Zumbathon for Harrison Voyce 
and raised £670.10.

• Shakespeare Lions thank you for your 
contribution of £1,000 raised by holding a Charity 
Dinner Dance.

• A big thank you to Phil Brown for his sponsored 
‘moustache shave’. His legendary moustache even 
had its own event for the dreaded shave where Lost 
Souls played and altogether raised a fantastic £1,245 
in memory of Abigail Moralee.

• Thank you 
to Phoenix 
Rizin’ MCC for 
raising £1,000 in 
memory of Mark 
McPhee.

• A big thank 
you to Stacey 

Banks, family and friends for their donation made in 
memory of Harley which altogether have raised over 
£4,000 through various events and contributions; 
Cumbrian Run - Faye Johnson and Sarah Sparke, 
abseils - Liana Oliver and Jessica Bell, Great 
North Run - Mark Banks, Zumba event – RnC 
Fitness, Grab a Granny, 60th birthday party, Crown 
Paints Reunion, lottery winnings, christening and 
funeral donations, Health centre team.

• A huge thank you to Lynn Marsh inspired by 
Karter and Kennedy Mercer and her continued 
fundraising efforts which so far have raised over 
£2,500.

• To Impcross for their contribution of £500 in 
memory of Isabel Turk.

• Thank you to the Hamiltons and Aunt Rena for 
the proceeds of the jumblesale and auction totalling 
£509.

• Thank you to all of 
you who took part in the 
Adidas Silverstone Half 
Marathon; runners and 

supporters. What a 
successful first event of 
the season!

• Also thanks to the runners who participated in 
the Big Fun Runs around the country last summer - 
Alison Cunningham, Angelina Wilding and the 
Moir Family - altogether raising over £2,500!

• A big thank you to our corporate donors for your 
fundraising efforts and support throughout the last 
6 months - IMI, Griffin Chapman, Intergage, 
Phoenix Group, Eurocell, Roger Lugg and Co., 
Leica Geosystems, Higgs and Sons Solicitors, 
plus many more!
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Does this look familiar? You may have seen them on promotional 
posters and leaflets for businesses. These clever little bar codes 
act as a portal through to websites and we now have one for The 
Jennifer Trust! You will need to have a smart phone and download a 
free ‘QR code scanner’ app to see how it works, but as more and 

more people have phones with app technology, you will see our specific bar code 
on our leaflets and promotional items, more and more in the future.

If you are fundraising for The Jennifer Trust and making your own t-shirts or posters, 
we can provide the bar code for you to add to your items, so that people can scan 
it and be taken directly to our website. Clever, hey?

11We 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@jtsma.org.uk and receive an electronic copy.

Fundraising
Easy Fundraising Initiatives for The Jennifer Trust
Why not help support The Jennifer Trust by using one of these innovative fundraising 
schemes? You don’t even have to leave your home to help us raise essential funds.

You can now help raise donations through recycling unwanted 
clothes with Charity Ecosystem. They will supply and collect 
bags (over 10kg) and donate £4 to The Jennifer Trust for each 
bag donated. Please speak to the fundraising department for 
more details.PO PO

Our brand new online shopping scheme helps to raise money for The Jennifer Trust 
with cash benefits for you too, just by completing your online shopping, across hundreds 
of brands through our portal: http://goo.gl/pf65i Just type the link into your address bar 
to access the link and sign up.

 PO PO
The Weather Lottery helps Sporting Clubs, Schools, Charities and Societies 
to raise funds for special projects and general development by providing all of 
the service provision to run their very own exciting lotteries.

To join The Jennifer Trust’s very own lottery and be in with a chance of 
winning, visit the website below or contact the office on 01789 267520 
http://weatherfunds.co.uk/playonline.php?scheme=JENTSPO PO

Are you a business in need of a new website update? Giving 
websites, part of clickingmad.com have vast experience in 
building successful corporate websites. If you sign up with 
them, they will make a donation to The Jennifer Trust each 
month. To find out more visit our website or givingwebsites.co.uk

 PO PO
We also have schemes to recycle some ink cartridges (unfortunately not Epson), mobile 
phones, stamps and foreign and out-dated currency. So, if you have any that are no longer 
needed (or stamps that are not postmarked), please get in touch at fundraising@jtsma.org.uk or 
call 01789 267520.

So come on, sign up now!
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The European Union (EU) 
has announced that it is going 
to provide €38 million over 
the next six years to fund 
research into rare diseases, 
including spinal muscular 

atrophy. This initiative will unite researchers from across 
the world to improve global collaboration and sharing 
of results, in the hope of developing better diagnostics 
and treatments for people suffering from rare diseases.

A rare disease is defined in the EU as being one that 
affects no more than 5 people in 10,000 across Europe. 
That may not sound like many, but there are 6,000-
8,000 different rare diseases that together affect about 1 
in 17 people. In Europe, this equates to approximately 
30 million people affected by rare diseases.

The group of scientists working together on the 
project are collectively known as The International 
Rare Diseases Research Consortium (IRDiRC) and 
have launched four closely overlapping projects: 
EURenOmics, Neuromics, RD-Connect, and Support 
IRDiRC.

The idea of the IRDiRC initiative is to capitalise on 
new technologies that have made DNA sequencing 
much quicker and cheaper than just a few years ago. 
By unravelling the entire sequence of nucleotides in 
the DNA that almost every cell of the body contains, 
researchers can identify changes in our genes and 
other parts of our DNA that may affect our health. This 
endeavour of identifying the full complement of DNA 
in humans (known as the genome) was first attempted 
by the Human Genome Project, which was completed 
back in 2003. This international collaboration took 
ten years to complete and cost in excess of £2 billion. 
However, today you can sequence your entire genome 
for as little as £1,000 in just a day!

Led by the University of Tübingen in Germany, the 
“Neuromics” project has the most relevance to 
SMA because it will focus on neurodegenerative and 
neuromuscular disorders. The idea is that researchers 
will sequence the exomes of rare disease patients. 
The human exome is the part of our genome that is 
made up of the exons, i.e. the parts of our genes that 
are important for making proteins (the functionally 
important components of our cells). The exome makes 
up about only 1% of the whole genome, but is arguably 
the most important part. Hence, sequencing exomes is 
quicker and cheaper than deducing the entire genome 
sequence and also provides comparatively more 
information.

By sequencing the exomes of rare disease patients, it is 
expected that the scientists will be able to identify the 
specific genes underlying rare diseases currently without 

€38 Million Pledged by 
the EU for Rare Disease 
Research

a genetic diagnosis. Additionally, researchers hope to 
be able to identify genes like Plastin 3 for SMA that are 
able to modify the severity of disease, and also panels 
of biomarkers, which are important for measuring the 
progression of a disease and determining whether a 
patient is responding to therapy.

It is hoped that over the next six years, the IRDiRC 
collaboration will improve rare disease diagnosis and 
therapies, and that this will lead to an improved quality 
of life for families affected by rare disease.

IRDiRC website http://www.irdirc.org/

Neuromics website http://rd-neuromics.eu/

The Jennifer Trust and 
MDC join forces to fund 
SMA Research

Great news for those 
wishing to fund research. 
We have entered into 
a partnership with the 
Muscular Dystrophy 
Campaign (MDC) to 
jointly fund a piece of 
SMA research being 
carried out by Professor 
Tom Gillingwater at the 
University of Edinburgh.

This project will test 
whether a very important, but often overlooked, type 
of cell that supports motor neurons (known as glial 
cells) contributes to the onset and severity of spinal 
muscular atrophy (SMA). This project will improve 
understanding of what cell types need to be targeted 
in order for a new treatment, such as the gene 
therapy approaches currently being developed, to be 
successful.

If the project demonstrates a role for glial cells in 
determining the onset and severity of clinical symptoms 
in spinal muscular atrophy, glial cells will become an 
important therapeutic target for treating the condition. 
It may be possible to take advantage of therapeutic 
techniques, such as gene therapy, which have shown 
considerable promise in mouse models and apply 
these to target glial cells in the hopes of slowing the 
progression of the condition.

Speaking about being awarded the grant, Prof 
Gillingwater said:

‘This generous financial support from the Muscular 
Dystrophy Campaign and The Jennifer Trust will play 
a critical role in allowing us to identify new therapeutic 
targets and strategies for patients with spinal muscular 
atrophy. The complex series of events that lead to this 
devastating condition remain to be fully explained, and 
this project will allow us to directly test whether glial 
cells are key contributors to the disease process.’

www.jtsma.org.uk/tgillingwaterreasearch
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Eduardo Tizzano Q & A
Eduardo Tizzano is a specialist in Paediatrics and 
Medical Genetics. He is devoted to diagnosis and 
research in SMA at the Hospital of Sant Pau of 
Barcelona, a reference center for SMA diagnosis 
from all over Spain. Here he talks with our Research 
Correspondent Dr. James Sleigh

When and why did you first decide you wanted to be a 
scientist/clinician?

It was in 1979, while in my fourth year at the Faculty of 
Medicine, University of La Plata, Argentina. I decided I 
wanted to be a paediatrician and a geneticist - the idea 
of combining clinics and science fascinated me.

How did you come to work on SMA?

When I was a resident in paediatrics (1981-1984) 
I saw several cases of SMA Type 1. At that time we 
could only provide the patient with palliative care 
and offer the parents simple 
genetic counselling. I thought 
that someday perhaps I could 
help these families. Then the 
molecular era arrived. It was not 
long after that when I moved 
to Spain to complete my PhD 
that we started to collect DNA 
samples from SMA families. We 
soon began to collaborate with 
Judith Melki, who discovered 
the SMN gene. The fruit of this 
collaboration was that we were 
able to confirm that the SMN 
gene was truly responsible for 
SMA, describing the first recurrent 
mutation in exon 3 in five Spanish 
families (Bussaglia et al. 1995).

What would you be if you 
weren’t a scientist?

A musician. Perhaps an orchestral conductor. However, 
a scientist can play music (as I usually do), but a 
musician can’t do research or clinics.

If you are not in the lab you are...

Playing or listening to music (I am truly an audiophile), 
looking at the sea… sometimes gardening.

Describe yourself in three words.

Tenacious, passionate, optimistic (to date…)

What has been the most important moment of your 
career so far?

I have good memories from every period in my 
scientific career, but I can recall some particularly 
emotive milestones, such as when my first paper as first 
author was published in the Journal of Pediatrics when 
I was a postdoctoral fellow in Toronto (1992), when I 
organized the first meeting bringing together Spanish 
SMA families (2000), or when I received the Queen 
Sophia Award for my contribution to SMA (2007).

What is your most memorable finding relating to SMA?

Besides the genetic side of the disease, my main line 
of research is to investigate SMA during development. 
I have been fortunate to have excellent collaborators 
on my team who have made it possible to describe 
developmental aspects of the disease for the first time 
in humans: the mechanism of motor neuron death 
(Soler-Botija et al. 2002, 2003), SMN expression 
(Soler-Botija et al. 2005), muscle involvement 
(Martínez-Hernández et al. 2009), foetal movements 
(Parra et al. 2011), and pre- and post-natal synapse 
defects (Martínez-Hernández et al. 2013).

What is your favourite conference location?

Barcelona has everything. I was local host in 2008 for 
the 40th European Society of Human Genetics meeting 
with 2,200 participants and everyone commented 
about the venue, the atmosphere, the food, the 
people, the architecture… Hopefully, we’ll have the 
chance to host a European SMA Conference here in 

the near future.

What is the best scientific 
advice you ever received?

“See what everybody else 
sees, but think differently. 
That will make you a good 
researcher.”

If you could start your 
career all over again, are 
there things you would do 
differently?

Life is short and gives you 
few opportunities. I made 
my decisions convinced that 
these choices would fulfill 
me. I was born in Argentina 
of Italian immigrant parents 
and, an immigrant myself, I 

am constantly open to change. The future is uncertain 
but I am very satisfied and I would not change the 
places, events and achievements in my career to date.

In your opinion, what makes a good scientist?

First, to be a good person. Second, to be a good 
leader. Third, to look beyond the obvious, not only in 
science but also in life.

Where do you see the SMA research field in the next 
10 years?

I see four realistic objectives: early diagnosis > early 
intervention > improvement in quality of life > 
stopping disease progression. We have to define the 
how (a combination of protocols rather than a single 
solution), the when (early pre-symptomatic stage), 
and the where (not only motor neurons but muscle, 
neuromuscular junction, heart, other tissues) of 
therapies.

If you would like to follow up any of these references 
you will find their full titles at: http://www.jtsma.org.
uk/eduardo_tizzano_q_a.html
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Research Glossary
Biomarker

Medical biomarkers are biological indicators that can be 
objectively measured to inform us of the progress of a 
particular disease, pathogenic process or response to 
therapeutic intervention. For example, the amount of a 
particular protein found in a blood or urine sample may 
have a strong correlation with the phase of a disease; 
measuring the amount of this protein would then allow us 
to assess the severity and state of the disease. Therefore, 
reliable biomarkers can also help to determine whether 
drugs are having the desired positive effect on a disease, 
as the biomarkers should be responsive to effective 
treatments.

Cell

The basic building block of life. A group of cells can work 
together with a common function to form a tissue. Cells 
come in many different forms such a motor neurons (a type 
of nerve cell), keratinocytes (main cell type of the skin), or 
erythrocytes (red blood cells).

DNA

Deoxyribonucleic acid (DNA) is the molecule that contains 
the genetic instruction manual to build all known organisms. 
Short stretches of DNA sequence that code this information 
are known as genes. DNA consists of nucleotides, the 
specific sequence of which determines the properties of 
the proteins made from the genes. Within cells, DNA is 
organised into structures called chromosomes.

DNA Sequencing

The process of determining the order of nucleotides within 
DNA.

Exome

The part of the genome that is made up of just the exons.

Exon

See Splicing.

Gene

A stretch of DNA sequence that carries the information to 
produce a specific protein. Genes are the unit of heredity 
that are passed from one generation to the next. We usually 
possess two copies of each gene, one inherited from each 
of our parents. When genes are altered through mutation, 
this can affect the structure and function of the proteins that 
they produce, leading to disease.

Genome

All of the hereditary information found within an organism.

Glial Cell

A type of cell found within and that supports the nervous 
system. They play a role in supplying nutrients, maintaining 
neuronal architecture, transmitting electrical signals, and 
removing waste products, amongst other things.

Motor Neuron

The nerve cells that connect the brain and spinal cord to 
skeletal muscles allowing conscious movement. They act 
as a message delivery system: electrical signals originating in 
the brain are fired down the spinal cord along ‘upper motor 
neurons’ and on to skeletal muscles via the ‘lower motor 
neurons’. Lower motor neurons are the main cell type 
affected by SMA.

Mutation

A permanent change in the DNA sequence of a gene that 
can be inherited by subsequent generations. Dependent 
upon where a mutation occurs within the gene, it can 
have no effect on the protein produced, or can disturb the 

Rare Disease Day was part of the international calendar 
and the UK Royal Holloway, University of London 
hosted this event to highlight the need for more 
research and funding to help the millions of people and 
their families who are affected by rare diseases. 

Royal Holloway is a leading institution in the 
development of novel therapies for rare diseases, 
including Spinal Muscular Atrophy, Duchenne Muscular 
Dystrophy, and Severe Combined Immunodeficiency. 
Building on the success of previous years, the College 
organised a day of exhibitions, hands-on activities and 
lectures involving staff, students, charities, local schools 
and the general public. Several patient associations 
shared the exhibition floor in the College’s Picture 
Gallery with postgraduate- and undergraduate-led 
activities. Visitors had the opportunity to explore labs 
and participate in online research of rare diseases. 

James Sleigh our Research Correspondent and Maggie 
McHale one of our Outreach Workers attended 
representing The Jennifer Trust. They had an interesting 
and interactive presentation which featured our banner, 
literature, publicity materials and a DVD of our young 
people talking about their lives. This was interesting to 
the young people attending who were mainly Year 12 
and 13 students (school sixth form and pre-university 
courses).

James produced and led some games that were very 
popular. These included an interactive diagram of the 
nervous system and an interactive list of scientific and 
medical terms relevant to SMA. They talked to some 
75 people throughout the day with about 5 people 
clustered around their stall at any one time.  

The event provided a very receptive audience to raise 
awareness of SMA. The young people attending are the 
scientists, researchers and doctors of the future. It was 
also useful to raise awareness among their teachers, 
other professionals and exhibitors. 

28th February 2013
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Keeping  In  Touch  
  
The  Jennifer  Trust  has  a  new  database.   In  the   long  run  this  will  make   it  much  easier   for  us  to  store  
records  and  keep  in  touch  with  people.  In  the  short  run  we  are  experiencing  the  inevitable  challenges  
of  merging  three  previous  databases  into  one.  
  
Our   apologies   if   this   has  meant   your   address   label   for   Inspirations   has   been   incorrect   in   any  way.  
Please  do  let  us  know  so  that  we  can  ensure  it  is  correct  next  time.  
  
We  would  also  like  to  take  this  opportunity  to  ask  you  which  of  our  mailing  lists  you  would  like  to  be  
on.  Please  post  this  tear  off  slip  to  us  using  JTSMA,  FREEPOST  RSKR-‐XECJ-‐TSLB,  STRATFORD-‐UPON-‐
AVON,  CV37  0BR  or  email  office@jtsma.org.uk  
  
-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐-‐  
I  would  like  to  receive:  
  

                Inspirations  by  mail  
  

                Inspirations  by  email  
  
                   General  E-‐news  (bi–monthly  –  only  by  email)  
  

                Social  Activities  updates  by  mail  
  

                Social  activities  updates  by  email  
  
                Fundraising  news  by  mail  
  
                Fundraising  news  by  email  

  
                I  don’t  want  to  receive  mail  or  emails  –  please  take  me  off  your  mailing  lists  

  
First  Name  
  

  

Surname  
  

  

Address  
  
  
  
  

  

Postcode  
  

  

Email  Address  
  

  

  

Keeping In Touch
The Jennifer Trust has a new database. In the long run this 
will make it much easier for us to store records and keep in 
touch with people. In the short run we are experiencing the 
inevitable challenges of merging three previous databases into 
one.

Our apologies if this has meant your address label for 
Inspirations has been incorrect in any way. Please do let us 
know so that we can ensure it is correct next time.

We would also like to take this opportunity to ask you which 
of our mailing lists you would like to be on.

Please post this tear off slip to us using JTSMA, FREEPOST 
RSKR-XECJ-TSLB, STRATFORD-UPON-AVON, CV37 0BR 
or email office@jtsma.org.uk

protein’s function causing a genetic 
disorder such as SMA.

Neuromuscular Junction (NMJ)

A specialised synapse between lower 
motor neurons and skeletal muscles 
that allows the passage of signals from 
the nerves resulting in contraction of 
the muscle.

Nucleotide

The individual building block of our 
DNA and RNA. DNA consists of the 
nucleotides adenine (A), cytosine (C), 
guanine (G) and thymine (T). Within 
DNA, A pairs with T, and C with G. 
When paired up like this, nucleotides 
may also be referred to as base pairs.

Protein

Consisting of chains of amino 
acids arranged in very specific 
orders, proteins are fundamental 
components of living cells that are 
required for the structure, function, 
and regulation of cells, tissues and 
organs. The order of amino acids 
within a chain is determined by 
the genetic code (DNA). Proteins 
possess unique functions within a 
cell, and examples include enzymes, 
hormones, antibodies and the survival 
motor neuron (SMN) protein.

SMN Gene

Survival Motor Neuron 1 (SMN1) is 
the gene that when mutated leads 
to the development of SMA. SMN1 
produces the SMN protein, which 
we need a certain level of in order 
for our lower motor neurons to 
survive and thrive.

Splicing

Before mRNA can be read by 
ribosomes to produce protein, it 
must first be modified by the sticking, 
or “splicing”, together of important 
regions of the mRNA called exons, 
which encode important information 
about the protein. Exons are 
interspersed by regions of mRNA 
called introns that do not contain 
information necessary to build a 
protein. These introns are removed 
by the process of splicing. 

Synapse

The region between a nerve cell 
and another cell (this can be a nerve 
cell or a different type of cell, for 
example a muscle cell) that permits 
the passage of electrical or chemical 
signals.

Tissue

A collection of cells that work 
together to perform a common 
function. Organs are formed from 
multiple tissues working together with 
a common function.

First Name .......................................................................................................

Surname ..........................................................................................................

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

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

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

Telephone ........................................................................................................

Mobile .............................................................................................................

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

I would like to receive:

o Inspirations by mail

o Inspirations by email

o General E-news (bi-monthly - only by email)

o Social Activities updates by mail

o Social activities updates by email

o Fundraising news by mail

o Fundraising news by email

o I don’t want to receive mail or emails 
     - please take me off your mailing lists
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I would like to support the work of The Jennifer Trust

Name: .........................................................................................................

Address: ......................................................................................................

Telephone No: ............................................................................................

Email Address: .............................................................................................

I have enclosed a cheque made payable to ‘The JenniferTrust’ o
Amount enclosed: £............
or Please debit my account o
Mastercard/VISA/SWITCH/DELTA/JCB/SOLO
(please delete as appropriate)
Unfortunately we are unable to accept American Express, Electron or Diners 
cards.

Card number: ..............................................................................................

Start date: ....................................................................................................

Expiry date: ..................................................................................................

Issue number: ..................................................................       (Switch cards)

Last 3 digits on the reverse of your card: .......................................................

Name on card: ............................................................................................

Amount to be debited: .................................................................................

Signature: .....................................................................................................

Date: ...........................................................................................................

If you would prefer to make a donation over the phone, please call the 
fundraising department on 01789 267520.

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 this donation and all donations I make in the future are eligible 
for Gift Aid.
Please return to: The Jennifer Trust for SMA, FREEPOST RSKR-
XECJ-TSLB, Stratford-upon-Avon CV37 0BR

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@jtsma.org.uk and receive an electronic copy.16

C
on

ta
ct

 &
 S

up
po

rt

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

!Registered Charity No. 1106815 Company Ltd by guarantee no 5137534. Registered in England Wales

Follow us on Facebook and Twitter
The Jennifer Trust for Spinal Muscular Atrophy, @JenniferTrust

More about The Jennifer Trust…

Our small experienced and qualified support 
services team offers emotional support, 
practical advice and guidance.

Outreach Service – our Outreach Workers 
visit families and offer personalised support 
and information on all aspects of living with 
SMA.

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.

Route Map – this comprehensive online 
resource for individuals, families and the 
professionals supporting them, plays a key 
role in personalised planning for people living 
with SMA.

Multi-sensory toy packs – provide play 
opportunities for families with babies newly 
diagnosed with SMA Type 1 and are sent out 
immediately as a request comes through.

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 contact us:

The Jennifer Trust for Spinal Muscular Atrophy 
40 Cygnet Court 
Timothy’s Bridge Road 
Stratford upon Avon 
Warwickshire 
CV37 9NW

www.jtsma.org.uk

Tel: 01789 267520

Smasheroo: An uplifting story that highlights 
that everyone is different and special in their 
own way, written by Hania Myers.
To purchase our books, please visit our 
online shop: www.jtsma.org.uk/shop
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