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...to the second edition of Inspirations 
for 2010. We are now almost half way 
through our 25th anniversary year. 
Despite the continuing financial chal-
lenges of the current economic climate 
we are as committed to providing the 
‘Help for today and hope for tomorrow’ 
now as Anita was back in April 1984 
when she announced at Jennifer’s  
funeral that her baby’s short life was 
not going to be in vain, ‘and she was 
going to do something about it.’

No doubt on that day, the family and friends 
present never imagined that the Trust 
would grow and become what it is today.  
In the early years there was no office and 
no staff, just a small back bedroom with 
an old desk and a typewriter. Family and 
friends were rounded up to help at local 
fétes and anyone that Anita thought could 
help further the cause was charmed into 
doing so.

It was not until 1996 that the office moved 
out of Anita’s house, and 2000 saw us 
move to our current premises in Elta 
House. We are now on the verge of our 
next move which we hope will be 
complete by the end of September. We will 
be moving about a mile to a newly 
completed office complex, which has 
enough space to allow us some expansion 
over the next few years.
 
We have just had a very successful 25th 
anniversary conference. This is reported 
in more detail further in this issue. The 
weekend was a mix of looking back at our 
achievements, many excellent presenta-
tions and workshops providing up-to-date 
information and research news and some 
fun.

25 years ago Anita was told that SMA was 
so rare no-one was doing any research and 
we talked about ‘if’ there is a cure. The if 
became a ‘when’ in the early 1990’s when 
the gene was first identified and a few years 
later located. We are now moving closer 
with recent news of plans for drug trials. 
For many, sadly this news comes too late 
but many significant advances are being 
made.

Thanks to a grant from The Big Lottery 
Fund we are in the process of updating and 
improving our website, which should be 
operational later in the year. The wonders of 
the electronic age mean a quick search on 
the Internet brings Jennifer Trust to anyone 
within seconds. In the early years families 
sometimes had nothing more than a piece 
of paper with the Jennifer Trust phone 
number on when they left hospital after 
a diagnosis. Over the years our role has 
changed and our services have adapted to 
meet the changing needs of our mem-
bers. Today we have our professional and 
successful Outreach Service which again, 
thanks to National Lottery Funding, we are 
able to expand and are in the process of 
recruiting a third member of the team.

We have recently said goodbye to two 
members of staff, both Liz Willetts our  
Director of Support Services and Tracy 
Keyte, our Youth Worker have left us. 
We also said good bye to some Trustees: 
Victor Hassan, Cath Husband, Toby Mildon, 
Max Huxham, Margaret Mateer, Caroline 
West & Martyn Sibley. We thank them for 
the contribution they made to the Trust 
and wish them well in their future endeav-
ours.  We welcome Jon Snow who has 
kindly agreed to be our new patron and 
Sarah Roberts and David Mateer as newly 
elected Trustees. Also, a big welcome to 
new members of staff, Natalie Port and 
Lorna Penning who have joined the team to 
support Fundraising, Support Services and 
Finance.

Our aim is to continue to provide the  
services, support, information and advice 
that is requested of us.  We have been 
lucky to have the support of many families 
and friends and some good relationships 
with other organisations who have helped 
to raise the funds to enable us to be there 
for anyone who needs us. Please continue 
to support us, so we can be there for the 
next 25 years.

Heather Brown
Acting General Manager

Diary Dates
Friday 17th-Saturday 18th September 
The Mobility Roadshow Scotland,
A free exhibition of mobility and lifestyle 
products and services.To find out more,
visit www.mobilityroadshow.co.uk 

Saturday 18th September
Muscular Dystrophy Campaign National 
Conference, Birmingham Hilton.
Find out the latest news in research, care, 
campaigning and fundraising. To find out 
more or register, visit www.muscular-dystro-
phy.org or call 020 7803 4800.

Wednesday 29th, Thursday 30th  
September, Naidex South,  Excel, London
Free exhibition of the latest products and 
services to aid independent living. To find out 
more, please visit www.naidexsouth.com

Wednesday 20th October
Natasha Wood, Rolling with Laughter, 
Nottingham. 
Meet for a drink and Natasha’s fantastic 
performance at the Nottingham Playhouse.  
Please book theatre tickets direct with the 
Playhouse: telephone 0115 9419419 to en-
sure your seating requirements can be met.  
For more information, visit www.rollingwith-
laughter.com

Wednesday 20th, Thursday 21st October
DNEX, Disability North Exhibition,
Metro Radio Arena, Newcastle
A free exhibition of assistive equipment, 
services and products. To find out more and 
to book, visit www.disabilitynorth.co.uk

Sunday 24th October, The Science  
Museum, London. 
Join other JT members for a great day of 
fun and exploration at this fantastic venue.  
Adults, children, family and friends all 
welcome.  Contact the JT office for further 
details. 

Monday 25th October
Disabled and Sexy Charity Fashion 
Show, The Tabernacle, Notting Hill, London
Organised by a group of young people with 
SMA raising funds for the Jennifer Trust. For 
more details visit www.disabledandsexy.co.uk  

Thursday 25th November
Kidz UP North,  Reebok Stadium, Bolton
A free exhibition of equipment and products 
for disabled children. To find out more and 
to book, visit, www.kidzupnorth.co.uk or call 
0161 2145962/5959

Museum, Manchester
Date & Venue to be confirmed

Details of Jennifer Trust Christmas  
parties will be announced on our website 
and sent out by post.

Inspirations is the quarterly magazine of the Jennifer Trust.  
The editorial team is always interested in your comments and  
welcomes potential contributions for future editions.  
We may have to edit material before publication. The views expressed 
in Inspirations are not necessarily those of the Jennifer Trust.

Please write to:  
Inspirations, The Jennifer Trust for SMA, Elta House, Birmingham Road, 
Stratford-Upon-Avon, Warwickshire, CV37 0AQ,
or after October 2010, check the back page for our new address.
or email:jennifer@jtsma.org.uk

04 Contact Network   
Introducing Joan Turner from Glasgow, 
one of our family Contact Network  
Volunteers  
 
Eve’s Story 
Clare and Stuart Clarke share the story 
of their beautiful daughter, Eve Catherine 
Clarke, who passed away in July 2009.

Meet the Dragon’s Den designers
How a group of disabled children and their 
carers are helping design the wheelchair of
the future

The JT Conference 2010
We report on a most enjoyable event

Fundraising stories
A look at some ingenious ideas

Thank you
A quick fire round-up of  
fundraising stars

Neil celebrates his 40th...
..by trekking the length of Hadrian’s Wall
for The Jennifer Trust

The power of e-marketing 
Super blogger Martyn explains how social 
media networking helps spread the word 
about SMA

Research
A report on drug trialling, and TREAT-NMD’s 
activities aiming to benefit SMA patients across 
Europe and the world 

Contact & Support
A full list of contacts and details on our 
office move
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Contact Network News

Contact  Volunteer Network Social Activities
Our Contact Volunteers are here to support everyone affected by SMA.  If you would like 

to be in touch with others at any stage, our adult, parent, grandparent and young peo-

ple’s volunteers are ready to provide a listening ear and emotional support.  Or to meet 

others, why not come along to one of our summer or autumn social activities?  Family 

and friends are very welcome to join us – just see the website or contact the office for 

details – we look forward to meeting you!
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Meet Joan Turner, our Contact Volunteer for Type 2 SMA in Scotland.  
Joan tells how last year she finally moved out to live independently. 

AT LAST MY OWN PLACE!!
It was almost Christmas and I was enjoying ‘faffing’ (as my friend Katrina calls it) in 
my ‘new house’.  Doing what I want, when I want…great!  I can’t believe it has really 
happened and looking back, how I feel I have changed...  

S
u

p
p

o
rt

 S
er

vi
ce

s

I have SMA Type 2, I’m forty two and just 
left mum & dad.  Yes - ridiculous, but 
I had a great life living with my parents 
and although many of my friends have 
been living ‘independently’ for years, I 
never really wanted to do it.  Probably, 
looking back, I was bit too apprehensive 
and worried too much about not feeling 
comfortable with other PAs – I’m a very 
fussy so-and-so and felt only my mum 
could do it ‘right’.  

But then a suitable flat became vacant 
with my local housing association, just 
around the corner from my parents and 
I thought ‘I’m not going to get anything 
more suitable so let’s have a look’.  
Strange, but it`s exactly the same house 
as my mum and dad’s.  Over 
the years of casually looking 
into accessible housing I soon 
discovered that there isn’t a lot 
out there, and when you did find 
it there was such a long waiting 
list.  My house is with Glasgow 
Housing Association and as they 
don’t have wheelchair accessible 
houses it had to be a 4-in-a-
block 3 bedroom lower flat, which 
I have now discovered is great for 
space.  

I remember the first day I went to 
see it and I was horrified - it was 
filthy, hadn’t been decorated in 
almost 20yrs, - just disgusting.  
After I got lifted up the 2 steps (no 
ramp to start with obviously) I then 
had to try and see past the dirt and 

smells and could see lots of potential.  I 
knew that it could be adapted, but I also 
knew it was going to be a big ‘project’. 
I think for a long time that’s what 
I`d seen it as – a project!!  I was 
probably a bit too frightened to 
take that final step.  But then I 
just started getting into it and one 
thing led to another, then prob-
lems developed, but somehow 
I just went with the flow and got 
on with it.

I had so many problems with direct 
payments and services, that I started 
to get angry with them.  Perhaps I was 
just unlucky, but I felt there was a `take 

it or leave it` attitude, which is sad as they 
should be the very ones to push you for-
ward into an independent life.  Thankfully I 
had many friends with great knowledge of 
living independently, so I knew what I was 
entitled to, which was a big bonus.  That 
made me fight even harder and I became 
more determined to win.  Also, Glasgow 
Centre for Inclusive Living was fantastic – a 
wealth of knowledge!

My occupational therapist was keen for me 
to get all the adaptations I required – wet 
room, adapted kitchen, ramp, lowered 
light switches, intercom and ceiling hoists 
in both bathroom and bedroom.  My 
housing association was also great and I 
had the added advantage of working with 
City Building (the contractor for Glasgow 
Housing) so I could plan closely with them 
in adapting many things specifically for 
me, which was important.  Everyone has 
individual needs, not all wheelchair users 
are the same, so it’s important that you 
work closely with all tradesmen to work 
everything out before it actually gets done.  
I probably drove them all mad, but in the 
end it was worth it for me to have freedom 
when on my own.  Now that I am actually 
living in my house, I realise even more just 
how important it is to share the experienc-
es - both to pass on to anyone else who 
might be gaining their own independence 
and to help with any changes I might make 
in the future. 

I used to have nightmares about using a 
hoist!!  Absolutely hated the look of them 
and never wanted anyone to see it – my 
mum lifted me all my life but I knew my 
new PAs couldn’t be expected to do this 
and it’s illegal.  But would you believe that 
I now love my hoists? They’re so easy to 
work (I use the control button and my PAs 
guide me) and I couldn’t care less who 
sees it.  In fact I don’t think anyone even 
notices it.  Strangely enough, when my 
mum lifts me the ‘old way’ it now hurts my 
arms and shoulders, which is weird after all 
those years.  I would say start with hoists 
when you are a young child, even if you 

are easy to lift, and then it’s not so traumatic 
when you do have to use them.
I`ve been extremely lucky and I’ve found 
great PAs, which has made things a lot 
easier.  I’m glad I wasn’t persuaded to 
go along with council domestic care.  By 
fighting for direct payments I now have total 
control over my staff and the hours they 
work.  I had to make my own advert, do my 
own interviewing and, along with consulta-
tion with GCIL, had to decide on my own 
requirements/conditions so that I am always 
the one in control.  I did have an initial 
problem with my contribution towards my 
care (which was far too high  - I would have 
struggled to live had I paid the amount they 
wanted me to).  This delayed things and I 
had to go to my local councillor, who was 
brilliant - within a week it had all been sorted 
out.  I now get my direct payments, I pay 
my contribution and get it topped up by The 
Independent Living Fund, who I must also 
say are very supportive.  Getting everything 
sorted was crazy and I was working full time 
too.  Thankfully my employer was great and 
allowed me some time away to do inter-
views, etc.  

It all started to take shape and then it be-
came scary!  I think for the 6 months that I 
had the house before I moved in I had seen 
it as ‘that project’ for someone else, but on 
the day I realised this was it!! But, hey, I did 
it and its fantastic!  I did sit on my own from 
time to time and have a good old cry, which 
was strange as I’d look around my house 
with all my nice new things and love it, but it 
still felt as if it wasn’t me.  However, I soon 
got over that and to be honest realised there 
isn’t time to sit around bubbling, I have far 
too many things to do.  I now love cooking 
and trying out new things.  It’s great hav-
ing friends around and also just pottering 
around doing things at my own pace, when 
I want to do them. 

So now I manage my own care plan, pay 
my own staff and it all works out really well.  
But also rest assured that places such as 
inclusive living centres (which are throughout 

the country) are there 
with vast amounts of 
experience in this area.  
They are very support-
ive and can do your 
payroll if you want.

I do miss my mum 
and dad but see them 
most days.  I really 
miss my two Great 
Danes who live with 
mum and dad, but try 
to ensure I see them 
also on a daily basis.  
My parents are great 
and are always there 
for me.  I could never 
have done all this 
without them – they 
have always given me 
independence but 
make me well aware 
that they are there 
for me, which means 
everything.  They have 
probably made me 
the strong person that 
I am.  

Moving out is some-
thing I should have 
done many years ago - 
now we are all settled, both mum and dad 
know they don’t need to worry about me 
and they can see my staff are great (in only 
9 months I’ve already had staff leave and 
a few new ones start, but you just adapt – 
you have to) and that things always work 
themselves out.  They have more freedom 
now and as the years go on, it’s also less 
pressure for them to know they don’t need 
to worry about me if things change in their 
lives.

So now it’s well into a New Year and I feel 
I have a new life now which I love. My 
advice would be, please don’t ever feel 
pressured into living independently, but 
again don’t dismiss it.  It does give you so 
much freedom because you are in control.  
It is frightening (or maybe that’s just me) 
but you soon adjust to things.  I don’t 
know anyone fussier than me, so trust me 
anyone can do it!!

As a Contact Volunteer, Joan is very 
happy to share her experiences and 
support anyone else at any stage of 
their journey to independent living 
– just ask to be put in touch via the 
office.  

Above and left;  
Ten pin bowling at the Red Dragon 
Centre in Cardiff, August 2010.



Clare and Stuart Clarke share the  
story of their beautiful daughter, 
Eve Catherine Clarke, 
Born 29th December 2008, 
Died 30th July 2009.

with SMA had very weak immune systems 
and that a simple cold could be potentially 
very serious. Two days after we arrived at my 
mum’s, Eve developed a cough and cold. 
She had a very unsettled night and the follow-
ing morning, all of a sudden started to strug-
gle with her breathing, and lost all her colour. 
We called an ambulance and Eve spent the 
next 10 days in Dundee’s Ninewells hospital 
with a collapsed lung and pneumonia.

The doctors and physios did their very best 
for her, but we had to make the decision to let 
her go. After a night of watching and waiting 
by her bedside, the next day we took her for 
a lovely walk in the hospital grounds. She was 
so peaceful, with the morphine helping. That 
evening we decided to go back to my mum’s 
for some sleep. Eve must have waited for us 
to get some rest. She died at 08:30 the next 
morning.

I did go through some 
awful guilt over not being 
with her when she died, 
but I know I couldn’t have 
coped without any more 
sleep. A few people have 
told us that babies have to go when they are 
‘ready’ and Eve was obviously ready then.

Eve died just 2 weeks after we saw the 
consultant in York. Although it seems very 
quick, we are so grateful that we had her 
‘healthy’ for nearly 7 months. She was loved 
so much by her mummy and daddy and big 
sisters who just thought the world of her.

Eve has left a lasting impact on so many 
people, everyone remembers her beautiful 
smile and eyes that told so much. We will 
always carry sadness in our hearts, but there 
is a lot of joy there too. 

We feel very privileged to have known her. 
Eve was sent to us as a gift.

Eve was born nearly 2 
weeks late weighing a 
very healthy 10lb! She 
was our 3rd child, little 
sister to Maria and 
Grace. Eve was 
beautiful, with auburn 
hair, and like so many SMA babies, she 
had huge blue eyes and the loveliest 
of smiles. Right from the word go she 
seemed happy and content. She was 
bottle fed and was put on solids which all 
seemed to go well.

At about 6 months, we decided to take Eve to 
her health visitor in York. We were concerned 
that she was floppy and unable to hold her 
head up. We had put it down to the fact she 

was baby number 3 and maybe just 
a slow developer with perhaps a 
need for some physiotherapy.

We were quickly passed on to 
Eve’s GP who referred her to a 
consultant, whom we got to see in 
a matter of days.  At this time we 
had no idea of what lay ahead of 

us, or what we were to be told. The con-
sultant said he was 90% sure that Eve had 
SMA, but blood tests were the only way to 
be sure. These were taken the same day, and 
we were told the results could take up to 2 
weeks. Even at this stage, we had no idea of 
the seriousness of what was being said, as 
we knew nothing of this condition. But when 
the consultant told us that it was unlikely Eve 
would reach her 2nd birthday, if his diagno-
sis was true, our world completely fell apart. 
This is when we started grieving. Nothing can 
prepare you for the devastation. 

We were due to go on holiday to my mum’s 
in Scotland a few days later, and decided still 
to go, knowing that we may have to return to 
York to find out the blood test results.  
We were told by the consultant that babies 
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Dragons’ Den style workshop offers 
children independence and street cred 

design a new transport system that caters 
for the children’s everyday needs.

D4D, which is hosted by Sheffield  
Teaching Hospitals NHS Foundation Trust,  
and Frazer Nash commissioned a series 
of on-line surveys, user and carer focus 
groups to find out exactly what is needed 
and how this can be incorporated into 
the new designs – these were hosted by 
Whizz-Kidz, providing a national platform 
for input.

Wheelchair user Leanna Horne said: 
“People don’t usually ask us what we want 
and need but by working together we can 
ensure children in the future get better 
wheelchairs than the ones I had when I 
was growing up. There isn’t a clinical need 
for wheelchairs to be fashionable but as 
you get older you want to make sure you 
fit into society and that your disability isn’t 
any more obvious than it needs to be.  If 
you have a slim line chair with character, 
it’s easier to get around and makes you 
feel more integrated into society.”

Parent, Helen Spear whose daughter 
Amber was at the event, commented: 
“One of the main problems we have is 
transporting our daughter’s powered 
wheelchair because it is so heavy.  It 
is 12½ stone and it takes both me 
and my husband to lift it into the back 
of a car. This makes going on school 
trips or away with friends very difficult. 
Anything that can improve the lives of 
children and their carers is a positive 
move.”

The children and parents used images of 
key features to create a collage of their 
ideal wheelchairs. These and their feed-
back, will be used alongside data from cli-
nicians, to produce a  final design scheme 
anticipated to be in October 2010, with 
the view to start the development of the 
first prototypes in the autumn. 

Eight year old Amber, added: “I have  
millions of ideas, which are all important 
such as adding lights and reflectors and 
making wheelchairs more colourful. I hope 
that some of my ideas are used.”

Children with disabilities and their 
carers have been given the opportunity 
to take part in a Dragons’ Den style 
workshop with leading designers - us-
ing their everyday experience to help 
create a new wheelchair that will dra-
matically improve their quality of life.

Hosted by Devices for Dignity (D4D) 
Healthcare Technology Cooperative and 
industrial design consultancy Frazer-Nash 
Consultancy, the workshop’s aim was to 
give children and carers the chance to talk 
about the problems that affect their daily 
lives and highlight how these are not cur-
rently addressed by existing technologies.

Held in London, in conjunction with chil-
dren’s charity Whizz-Kidz, four designs 
were presented to the group.The overall 
aim of the project is to design a chair 
that allows children to confidently leave 
hospital environments and be able to get 
out and about safely, confidently and more 
independently.  Whilst the designs incorpo-
rate the most complex equipment needs 
such as catering for ventilators and oxygen 
cylinders, they also have a wider generic 
appeal.

Another feature of the design was its ability 
to adapt with the changing size of a child; 
encompassing a range of frames and 
seat options that accommodate growing 
children.

This need for innovation was identified 
by the NHS Innovation Centre (NIC) who 
enlisted the help of the English, Welsh 
and Scottish Paediatric Service.  D4D, 
who is funded by the National Institute for 
Health Research (NIHR), and Fraser Nash 
Consultancy were identified by the NIC as 
ideal partners for clinical engagement and 
industrial design respectively - to help de-
velop a solution to meet this unmet clinical 
need and offer an improved quality of life 
for children. 

Over the last year the team has worked 
closely with paediatric consultants from 
Great Ormond Street Hospital and Sheffield 
Children’s Hospital, occupational thera-
pists, engineers and clinical scientists to 

Whizz-Kidz are 
now calling for 
young inventors 
to help shape 
technology by 
sharing
invention ideas 
that will 
improve 
everyday life. 

Entries must 
be received by 
September 30th 
so visit Whizz-
Kidz’s website 
www.whizz-
kidz.org.uk for 
more 
information.



25 Years of Jennifer Trust - 
Conference 2010 
Friday and the weekend gets under way….
As guests and families arrived on Friday night they 
were greeted with the promise of an outside feast 
and fully stocked bar. Blessed by good weather as 
families sat down to eat, they were joined with a 
special appearance from our new patron Jon Snow, 
Channel 4 newsreader. He was delighted to see our 
conference in full swing, meeting families and leav-
ing many of our ladies weak at the knees! 

Fun for the children
On Saturday morning, children 
were whisked down the road to a 
fun packed day of tropical animal 
shows, pampering for the girls, 
drumming and electric guitar les-
sons and fun and games all round. 
From holding snakes to watching 
remote controlled helicopter dis-
plays, a good time was had by all! 

Young film makers
Award winning film maker Justin 
Edgar and his two man crew helped a group of 
young people make a short film. Starting from 
scratch at 10am on Saturday morning, amaz-
ingly by 10am on Sunday morning the young film 
makers were able to premiere their 15 minute 
short film tackling issues they face everyday, 
including education, holidays and relationships. 
There are plans to enter the film into a film festival 
next year. We will keep you updated on progress.

The main event
The conference started with the screening of one of 
several short videos Jon Snow has kindly made for 
us publicising our work. 

Professor Victor Dubowitz took us on a very inter-
esting personal journey involving some of the people 
who have played a part in advancing the SMA 
cause; Victor himself has been key to the advance-
ments made in our understanding of SMA and has 
taken a keen interest in our work over the years.
Robert Meadowcroft, the Acting Chief Executive of 
the Muscular Dystrophy Campaign, made a quick 
stop in a busy weekend of engagements to talk 

about the importance of campaigning and the part 
MDC are playing in raising awareness and lobbying 
government.

Research updates are always an important part of 
conference. This year we had reports on two projects 
that Jennifer Trust has given grants towards. The first 
from Dr Chiara Valori on gene therapy research being 
carried out at Sheffield University and the second 

from Professor Glenn Morris on the 
current  research 
activities taking 
place at the 
Wolfson Centre 
in Oswestry. Dr 
Helen Roper re-
ported on news of 
pending drug trials 
which stimulated 
questions about 
the importance of 
signing up to the 
UK SMA Patient 
Registry

 (www.treat-nmd.org.uk/
registry.)

Afternoon workshop selection
There was something on offer for everyone:
Information specific sessions on navigating the benefits 
system; respiratory issues and management; support-
ing siblings; and the Motability scheme.
A session on life after loss, and for adults an oppor-
tunity to share practical tips about simple things that 
make life easier in a workshop temptingly entitled
Silk Pyjamas, Satin Sheets and Dave! (Dave appar-
ently is a very versatile cantilever table from IKEA that 
slides neatly under a bed or wheelchair)  
And last but not least -Chocolate! No explanation 
necessary… the chocolaty faces that emerged 
after the workshop said it all!

Information
We were delighted to welcome representatives 
from a number of organisations, who were availa-
ble at their information stands throughout Saturday 
for delegates to find out all about their services.

Oh what a night!!
Saturday night was filled with superstars from Cheryl 
Cole to Gene Simmons, from Miley Cyrus to Michael 
Jackson as the first JT Factor karaoke was held. After 
a few initial brave participants started the show, people 
were fighting for the mic, belting out one classic after 
another! With prizes for best costume, and our annual 
raffle, very few people went home empty handed. In 
fact, the lucky winners of our raffle went home with top 
prizes of an IPod shuffle, Blu-ray player and a massive 
World Cup replica made entirely of chocolate.

The morning after
Sunday morning was greeted with a few bleary eyes 
and sore heads, along with a family fun day to cel-
ebrate our 25th anniversary. Heather Brown with the 
help of some of our members offered an insight into 
the journey the Jennifer Trust has taken from its hum-
ble beginnings in Anita’s kitchen to where we are today. 
We also took a few quiet moments to remember our 
loved ones who are not with us today, and hung leaves 
with personal messages on our Tree of Reflection and 
Remembrance. 

 

Outside on the grass, our fete was in full
force with stalls including face painting, treasure 
hunts, bottle raffle, a magic man and even a human 
fruit machine!! Before everyone started their journey 
home, celebratory cake was served!

The Conference takes a huge amount of organising 
and would not be possible without the help of lots of 
people. We would like to thank everyone; the work-
shop leaders and speakers, the army of volunteers 
who help look after the children, put up gazebos 
fetch and carry, etc, etc, the staff at Ettington Chase 
who are ready to do whatever we ask with a smile, 
and everyone who attended and helped make our 
25th year celebratory conference an extra special 
weekend.
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Top; Sunday morning  setting up 
Above; The human fruit machine!

Above; 
The children 
absolutely adored 
the animals. 
Some of the adults 
weren’t quite so sure!



Last year, the school council, made up of two children from each 
class, decided to have a fundraising week for The Jennifer Trust. JT 
were chosen because Bethan and Jacob are at the school,  
somewhat unusual we guess, to have two children with the  
condition in the same school. Bethan was asked to come up with 
some events to raise money and awareness. Each day a new 
activity was organised and the whole school was involved.

Activities were:
l	 Sponsored whizz/run around playground
l	 Cake sale
l	 Filling a giant gruffalo with coins
l	The publication of a book “Everyone is Special” where every child
 in the school had a page each to write/draw why they feel  
 special. This was then sold for £10 a copy.
l	 A balloon race. Labels were returned from as far away as 
 Germany and The Netherlands.

The school also had a ‘My Money’ week. Each class was given 
£10 and challenged to use their initiative to help their money grow. 
Through activities such as baking cakes and biscuits, making  
lemonade, selling poems, and washing cars, the children made a 
profit of over £540. 
As you can imagine, it is very touching that the school opted to  
support The Jennifer Trust.
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Many schools adopt a charity for the year which not only raises valuable funds, but also helps  
increase awareness and educate children to SMA and the work The Jennifer Trust does. Here is how 
Barry Primary School in Northampton supported us over the past 2 years: 

Barry Primary School, Northampton

Leap of faith for Gracie

Gracie Hill was 10 months old 
when she died, just three 
months after being diagnosed with Spinal 
Muscular Atrophy. And while jumping 
from a plane wouldn’t be everyone’s idea 
of a tribute Gracie’s mum Claire, thought 
it the perfect 
way to raise 
money and 
awareness for 
other families 
having to 
deal with the 
disease. 

The tandem 
skydive at 12,000 feet on April 29th with 
friend, Lorraine Gray and Gracie’s aunties 
Kelly Hill and Michelle Watts, helped raise 
£4,000 for the Jennifer Trust. 

Claire said “Gracie went through so much 
I thought jumping from a plane was 
nothing in comparison and the Jennifer 
Trust do a fantastic job in supporting 
families who are affected with SMA.”

Thank you to Claire, Lorraine, Kelly and 
Michelle for raising such an amazing 
amount of sponsorship and awareness.  

As well as paying tribute and remembering a beautiful little 
girl, The Órla Memorial 5k which took place in Ards Forest Park on 
26th September 2009, raised a total of €11,520 for The Jack and 
Jill Foundation. €11,520 was also raised and donated to The  
Jennifer Trust for Spinal Muscular Atrophy.

Órla’s mother Sinead Trearty would like to thank 
everyone who came to remember Órla and gave so 
generously in donations, spot prizes, sponsorship, and 
all who helped to organize the event – family, friends, 
work colleagues and volunteers!! 

Thank you to An Coillte for permission to hold the 5k 
in the serene setting of Ards Forest Park. Much 
appreciation to Ards Forest Park, and also The 

Donegal Athletic Committee and Cranford Athletic Board for their 
help, support and advice in running this event. Special thanks to 
the Doyle family for their continued support. They held a fundrais-
ing dance in The Log Cabin in aid of both charities raising a total of 
€1035. Special mention to Mary Trearty & Tom Carr who raised over 
€3305.03 in sponsorship for the charities! Also thank you to Scoile 
Mhuire Parent’s Association for their generous donation of €500. 

Finally a huge thank you to all our sponsors, in particular to our 
3 main sponsors - Donegal Sports Letterkenny, Muck & Muffins 
Dunfanaghy and Lafferty’s Supermarket Creeslough. Órla loved the 
Forest Park and would have loved to see so many people there in 
her memory!!
Órla’s Memorial Walk is being held again this year on 25th  
September 2010 at Ards Forest Park, Creeslough, Ireland.

On 3rd of July this year, Hornsby House School (HH) 
held a charity fundraiser evening for the benefit of 
two charities voted for by the parents of children at 
the school.  The charities were the Jennifer Trust (JT) 
and the Myotubular Trust (MT). Myotubular Myopathy 
(MTM) is another neuromuscular condition, and there 
is a connection between JT and MT. Anne Lennox, 
whose son, Tom, had this condition, had no one to 
contact as there was no trust in Europe representing 
MT, so she contacted Anita Macaulay for advice, and 
has since set up the MT herself.

I think it made an impact that Carter, my son, attends 
Hornsby House and so does Anne’s daughter, 
Sophie, who lost her brother two years ago.  

Angela Newman, the chair of the FHHA (Friends of 
Hornsby House Association), organised the event with 
a team of parents.  The event was a Venetian Masked 
Ball for the parents of HH, to include an auction with 
great prizes and a silent auction plus a game.

Behind the scenes there was a lot going on, but I 
hadn’t realised how professional and wonderful the 
whole affair was until I got to see it during our 
rehearsal.  The marquee was beautifully decorated, 
the tables had candles and the catering staff were 
smart. Parents came in evening dress, with some 
lovely and some outrageous masks.

The evening started off with champagne and canapés 
with a small string orchestra playing music in the 
background.  Can you imagine it?
Then we had dinner, the auction, party and music and 
ended with coffee and breakfast at 1am!!!!!  
All covered by the cost of the tickets of course.  

The money raised for the charities was made from 
the auctions. The prizes ranged from a holiday in a 
French Chateau to official signed football shirts.

Both Anne and I had speeches to make, during which 
there was pin-drop silence.  We enlightened everyone 
with the facts of these neuromuscular conditions as 
well as what the charities do for us.  I believe there 
was true realisation of what SMA and MTM do to our 
children and the families.  We got a lot of hugs,
and what a success!  We managed to raise £22,000 
for both charities to share, and there are little bits still 
filtering through from the sale of photos bought on 
the night.

All thanks to the 
Hornsby House parents, 
who worked extremely 
hard to get everything so 
perfect!

Tanya Latif

Hornsby House SchoolThe Órla Memorial Walk

Following the whirlwind of Leo’s funeral, at which my hus-
band and I both read poems we had written about Leo to 
celebrate the 145 days of summer we’d had with him, we 
set about fundraising (see www.justgiving.com/LeoSmith). 

Donations totalling £1200 and £500 were sent to the Jennifer 
Trust and children’s department of the local hospital respectively 
following the funeral. One friend had already arranged a fundraising coffee morning for the end 
of October, and by the end of November two friends had run a half marathon, our neighbour’s son had com-
pleted a 5km swim in less than 90 minutes, and we had raised another £1450 for the Jennifer Trust. 

I then set about getting as many family members and friends as I could, including many previous non-runners, 
signed up to join “Team Leo” for a 10km run taking place in Bristol, where my family is from, in May 2010 and 
set a target of raising “£10k by the 10k” to commemorate what would have been Leo’s first birthday. Thanks to 
a Christmas quiz and family skittles evening, by February 2010, during a period equivalent to the length of Leo’s 
short life, we reached £5k. Having 40 people signed up for the 10k and with friends organising a dress-down 
at work day, another coffee morning, and undertaking a sponsored climb of Snowdon we actually hit our £10k 
target on what would have been Leo’s first birthday on 5th May 2010. 

As sponsorship continued to come in for those completing the run we hit £15k, and now look forward to raising 
more as over 20 adults and older children, and a dozen or so under 5s complete a 5km Big Fun Run event for 
the Jennifer Trust in Norwich on 22nd August. It is being held at Whitlingham Broad, one of the last places Leo 
visited and we hope to make it a very happy family occasion in his memory. 
Thanks to everyone who has been touched enough by Leo and his story to fundraise and donate. We plan to 
continue fundraising, with several of us doing a half marathon later in the year, and maybe a triathlon next year, 
so please get in touch if you are interesting in joining us.

Leo’s mummy, Jane Smith 

Leo Smith

Sian and Paul Haigh

Sinead Trearty
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Thank you to Priti Raval for 
raising over £4,000 for the Rishi 
and Shiv Peshawaria Angel 
Fund at her 40th Birthday Party.  

Michelle, Steve, Ben and everyone at  
Weight Watchers who climbed the Wrekin in 
Shropshire, the local hill  
measured 1335 feet!  
Thank you to everyone 
who was involved and for 
raising £710 for the Harry 
Hickman Angel Fund.
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Thank you to Audrey and 
Cliff Hart for raising £270 
by asking for donations 
instead of gifts for their 40th 
Wedding Anniversary.

Thank you to the  
Chrysalis Community 
Choir for raising £1,209 
from their Midsummer  
Melodies concert. 

Clapham and Streatham High School’s annual 
Summer Fete took place on Saturday 19th June.   
Excellent teamwork by parents and the school community 
ensured a highly successful event on a larger scale than 
previous years.   
Activities included the ever popular Scruffs’ Dog Show, a 
Punch and Judy performance and fabulously fun Go Karts 
provided courtesy of Super Camps. A great time was had 
by all and a spectacular £1,000 has been donated to The 
Jennifer Trust, nominated charity for this year.   
A big thank you to everyone who supported the event! 

A big thank you to John Myers and 
Willy White for raising valuable funds 
by scaling Mount Everest. 

Thank you to Mr and Mrs 
Paterson for raising £3,612 at their 
Charity Golf Day 

Thank you to Gimma Macpherson 
and friends and family for 
raising £2,160 from their annual Gar-
den Party.

Thank you to Wellesbourne 
Lions Ladies for their ongoing 
support throughout 2010. 

Thank you to James Hornsby, Jo 
Cromwell McBride, Dave Minall 
and Nathan Williams for taking part 
in the Birmingham to Oxford Bike Ride 
and raising over £500. 

Garry Ives has cycled from Edinburgh 
to London and raised £2045 so far!  

Thank you to all friends and family 
of Zoe Palmer for their 
ongoing support. 

Thank you to Epping Forest and 
Newlands Spring School of Dance 
for raising £552.12

Thanks to TGA and Geoff 
Turkentine for raising £680 so far by 
completing the Three Peaks  
Challenge.  

Thank you to Laura Pike and Jason 
Turk for raising £8,756.56 from their 
annual Ball.  

Many thanks to Siobhan 
Whitfield for her continuous support 
to help raise awareness and valuable 
funds.

Thank you to Fiona Russell-
Perry for holding a Pudding Club 
evening and for raising £600 

Thank you to Sam Deakin for 
organising a fundraising event at her  
local pub and for ongoing support 
over the year.

Thank you to Sarah Witt for 
representing the Jennifer Trust at a 
number of cheque presentations over 
the last year. 

Thank you to Sarah Cherry and the 
Saturday Seals for raising £300.

Congratulations, and a big thank you 
to Jacqueline Graham, 
Jillian Crighton and Gail Baxter 
who completed the 97 miles West 
Highland Way Walk dressed as 
Where’s Wally and raising a fantastic 
£759! 

Thank you to Rosemary Denman 
and Hamptworth Ladies Golf Club 
for raising £1,200 

A big thank you for Steve Cocker & 
Angela Butcher’s most recent dona-
tion of £1,162 for Fergus’ Angel Fund 
from GE Smallworld.

Please help
support and 
raise valuable 
funds for the 
Jennifer Trust by 
supporting our Christmas Raffle.

l	 1st Prize: £1,000 
l	 2nd Prize: Large LCD TV 
l	 3rd Prize: One Night 
 Dinner, Bed and Breakfast 
 for 2 people at a Principal 
 Hayley Hotel 

l	 Plus other prizes 

The raffle will be drawn on 
Friday 17th December 2010, 
and tickets are £5 per book or 
£1 each. 

Please find enclosed 4 x books 
of raffle tickets. We would be very 
grateful if you could help us sell 
these to friends, family,  
neighbours or colleagues. Please 
fill the raffle ticket stubs in as you 
sell them and send these back to 
us along with the funds raised. 

If you need more books, please 
let Fundraising know. If you would 
prefer not to sell these tickets, 
that is no problem, please just 
return the tickets to The Jennifer 
Trust.

Thank you to Warwick School and 
Avon and Warwick Rotary Club 
for raising £2000 at their Annual Jazz 
concert. 

Thank you to Nikki and Steve Tor-
ricelli, Broadwater Carnival and 
Worthing Divas AFC for their 
ongoing support.

The Jennifer Trust for 
Spinal Muscular Atrophy

25th Year Christmas
Raffle 
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The Hadrian’s Wall Path National Trail covers  
84 miles of scenic walking terrain along the  
frontiers of the Roman Empire Hadrian’s Wall 
World Heritage Site.  
 
Since moving to Hexham, the desire to complete the 
entire 84 miles has grown and grown, but finding the  
7 days to complete it in one go is a challenge in itself. 
So, inspired by the desire to raise some funds for the 
Jennifer Trust after Emily’s type III diagnosis earlier 
in the year, and the creeping milestone of my 40th 
birthday, the opportunity to cover some of the most 
impressive sections of the Wall through Hadrian’s Wall 
Country was not to be missed. 

Friends and family members were invited to join the 
leisurely trek, and we set off to cover the most chal-
lenging section of the trail through the Northumberland 
National Park.  
 
Future fundraising endeavors include Emily, her older 
brothers and their friends being sponsored to com-
plete the mini North Run, a 1 mile circuit for children 
along the Newcastle Gateshead quayside the day 
before the BUPA Great North Run, with friends running 
on behalf of the Jennifer Trust in the half-marathon 
event the next day.

Day 1
Set off from Chollerford,  
walking alongside the Military 
Road and the River Tyne to 
Chester’s Roman Fort, the best 
preserved Cavalry Fort in  
Britain.  This is a reasonably 
level section of the National 
Trail and a comfortable start to 
the walk.  Just a few short light 
showers at first, but then came 
the downpour which was to 
last the rest of the day!  It was 
just too wet to continue once 
we were off the beaten track 
and on to the uneven and rocky 
footpath alongside the Wall

Day 2
A much better morning, so set 
off from the Roman Army  
Museum at the Carlisle end 
of the Wall’s central section.  
This is within Northumberland 
National Park, north-west of 
Haltwhistle, and known as the 
Centre of Britain.  Our target 
was to reach Steel Rigg where 
the family would meet us with  
a picnic lunch. 

Extremely windy, but at least 
mainly fine – just a few spots  
of rain.

After a very welcome bottle of 
Hooky, we started on the best 
known section of the Wall  
between Steel Rigg and  
Housesteads.

Housesteads is the best  
preserved fort on the Wall with 
magnificent ruins and  
spectacular views.   
We passed the famous tree 
of Sycamore Gap, Robin 
Hood’s tree in the film Prince 
of Thieves, and Housesteads 
Wood, the only place where 
visitors can walk on top of the 
wall.  I had completed at last.

Big Fun Run Series

Great South Run  Sunday 24th October
Take part in Europe’s leading 10 mile road race for The 
Jennifer Trust, hosted by Southsea,   
Portsmouth taking in Britain’s naval history  
including HMS Victory. The Great South Run is back 
for another year – bigger and better than ever with over 
23,000 runners, and we have guaranteed places so join 
‘Team Jennifer’

Registration fee: £30 
Minimium sponsorship: £200

Venues include:

London Crystal Palace  
(Crystal Palace Park) 
Saturday 11th September
Coventry (Memorial Park) 
Saturday 18th September
London Victoria Park  
(Victoria Park) 
Saturday 25th September

These fun runs are 5k long, and are staged around the country in scenic parks,  
making them great fun for families and friends, male and female, old and young!! 
There are no age restrictions on these runs, and under 5’s go free!  
So why not get the whole family involved in our fun 5k run series!

Skydiving 
Take the plunge and have an experience of a lifetime whilst  
raising valuable funds. If jumping 12,000 ft out of a plane,  
strapped to a trained instructor and freefalling for up to  
30 seconds is your ambition this year, we can fix it for you!

Skydives are available at 24 centres across the UK, most weekends of 
the year, and for a minimum amount of sponsorship (approx £395) you  
will get to jump for free!!

Milton Keynes (Willen Lake) 
Sunday 26th September 
Watford (Cassiobury Park) 
Saturday 2nd October
Cheltenham (Racecourse) 
Sunday 3rd October
Southampton  
(Southampton Common)
Saturday 9th October
Maidstone (Mote Park)
Sunday 10th October

For more  
information on 
these events 
or to book your 
place, please 
contact the  
Fundraising 
Team.
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Neil’s 40th Birthday  

Charity Walk
Hadrian’s Wall May 2010

Overseas Events 

Why not make next year one to remember forever  
and have an adventure of a lifetime? You can raise  
funds for The Jennifer Trust and travel the world by  
taking part in one of our many over seas events. 

These include trekking to Machu Picchu in Peru, scaling Everest or  
Kilimanjaro, cycling London to Paris, walking the Great Wall of China or  
even riding with huskies in Iceland?



The Jennifer Trust presents...

The Jennifer Trust is very proud to be 
supporting our young people with this 
amazing endeavor. As many of you are 
aware ‘disability & fashion’ are two 
topics very much in the media spot 
light at the moment with Gok Wan’s 
‘How To Look Good Naked’ 3 part 
special leading the way. Our young 
people have decided to take this issue 
to the next level with their ‘Disabled 
and Sexy Fashion Show’ in memory 
of two young people, Zoe Palmer and 
Meg Owen who both sadly passed 
away in the first half of 2009. They 
both loved fashion and would have 
loved to have been part of this show.

Hosted by Jonathan Phang, a group of 
young, disabled and sexy fashonistas 
are holding a fashion show benefiting The 
Jennifer Trust for Spinal Muscular  
Atrophy. The group aim to show that 
people with disabilities can follow fashion, 
display individuality and have sex appeal. 
The show will use disabled and able 
bodied models in an effort to prove that 
fashion is for everyone. The event is being 
held at The Tabernacle, Notting Hill on 
25th October 2010. Tickets are on sale at 
£50.00 each and £25 for personal assist-
ants, to purchase and for more informa-
tion see www.disabledandsexy.com or 

Top: Martin at home
Above: All dressed up
for a wedding
Below: In the pub

My name is Martyn Sibley, I have been 
a member of the JTSMA since soon 
after my Type 2 diagnosis in 1985 and 
have also been a trustee. I wanted to 
write a brief article for Inspirations 
around a moment a couple of years 
ago when my perspective around 
having a disability shifted in a 
positive way.

Since graduating from my Masters in 
Marketing I have worked for the national 
disability charity Scope in HR and now 
Fundraising. With Scope working on  
campaigns for disabled people it is easy 
to get more politicised over disability 
which actually did worry me. I didn’t want 
to become an angry campaigner over 
time. When I attended a training session 
on models of disability it liberated me to 
feel more comfortable with my disability 
and more able to speak out against  
problems in a tone I felt at ease with.

The session explained that historically 
disabled people were treated with a  
medical model approach. This is to say 
the medical profession looked to remove 
or lessen the effects of an individual’s 
impairment. Disabled people were segre-
gated and isolated from society and away 
from people’s thoughts. Over more recent 
years the social model is being used.  
Simply if you look at the world having 
barriers (whether a physical one such 
as steps for a wheelchair user or a bad 
attitude from a person), the social model 
seeks to remove the barriers, not change 
the person. Therefore my impairment is 
SMA but I am disabled by these barriers 
within society. So I am not such a pain 
after all hey.

This may seem a difficult approach to 
rid the world of steps, change it to ac-
commodate disabled people and shift 
attitudes deeply ingrained from years of 
negative stereotyping. But actually why 
shouldn’t we? It isn’t about demanding 
the moon on a stick, it’s about being part 
of a modern society where public  
transport is accessible to all, local schools 
are inclusive and employers cater for disa-
bled employees. Common sense really. 

This isn’t about everyone now shouting 
from the rooftops, its just great to have 
this perspective while getting on with daily 
life; at least it was for me. It may also just 
inspire you to tell the next awkward bus 
driver what you really think and not be 
apologetic for causing a problem to him 
and the passengers.
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E-campaigning
This article is about the power of social media and  
e-campaigning. Having had the epiphany of the social model 
explained, I began to want to communicate some of my 
views, meet similar minded people and look at setting up fun 
events that could break down barriers at the same time.  
The question was how.

On a chance meeting with a lovely New York couple called AJ 
and Melissa from the LAC project (http://www.thelacproject.
com) they agreed to teach me about the social web. By set-
ting up my blog www.martynsibley.com I have been able to 
talk about my daily routine and broader articles on disability 
and politics. It enables me to make fun and interactive videos 
to really show what I get up to from my 4 wheels. I use Flickr 
to showcase my digital photos as well as Twitter and Face-
book to update people on new posts. I also use Twitter to 
meet new people and have interesting chats with them on a 
range of different subjects. 
The rationale behind this is historically people have cam-
paigned as mass movements in the streets and outside 
buildings of power against any social injustice. Now we have 
the web we can be a larger mass in a place of even more 
significance than before. Anyone can initiate change now with 
these 3 steps – 

1)  Tell your story – this is why I am blogging, to explain 
who I am, what I believe and my dreams

2)  Build a community – if anyone has been drawn to my 
blog for any reason or for what I stand for, then they’re in. 
Now it’s less about me and more about us.

3)  Call to action – it’s all good talking about things but 
what about doing? I hope from setting up fun and informative 
events on disability will come progression, and from progres-
sion, more new and innovative events. 

If you have a passion, try blogging too! It’s a great way of 
expressing yourself and can lead to amazing things. I have 
been asked by a local council to talk to their service users, 
have met other disability campaigners in person having talked 
online and am running a workshop on e-campaigning for 
Scope’s campaign conference.

 ‘The Disabled & Sexy Fashion Show’  
in memory of Zoe Palmer & Meg Owen.

The Jennifer Trust recognises 
the importance of new media 
and particularly the utilisation of 
the World Wide Web. In the New 
Year the senior managers and 

the Trustees agreed that we needed to improve our 
current website. 

The current website has served us well over the years but 
an upgraded site is now an essential element of future plans. 
The new website will raise greater awareness and provide 
more detailed information about SMA. It will have a much 
more dynamic look with improved graphics with the potential 

call the office on 01789 267520.
We think that there is massive scope for 
mainstream retailers to start designing and 
producing clothing that people with 
a disability really want. This show 
hopes to highlight this and break 
down the barriers.

Please step up and support 
these young people who have 
taken on such a massive re-
sponsibility with your attendance 
at this event, it is only then that 
this will have truly been a success.
 

The New Website
to include high quality embedded videos. 
We will achieve this greater awareness and informa-
tion provision by creating a more detailed Research 
‘hub’ for all UK and European research; a Profes-
sionals area with the aim of bringing together UK 
Health Care professionals to share information and 
best practice; a more dynamic Fundraising area that 
includes a fully functioning shop and an in-house 
version of JustGiving. It will also act as a community 
organising and fundraising tool. 

Look out for the new website launch 
this autumn/winter. 



What are the aims of the registry?
The overall goal of the TREAT-NMD project is to find 
new ways of treating patients with inherited neu-
romuscular diseases. Although there is still no cure 
for these inherited neuromuscular diseases, major 
progress has been made in recent years towards new 
therapeutic strategies. Several of these strategies 
target specific genetic defects, some of which are 
so rare that only a few patients in the world will have 
the right profile for a particular clinical trial. The aim 
of the patient registry is therefore to make sure that 
these patients can be found and invited to take part in 
clinical trials quickly and efficiently. Data collated in the 
registries will also help researchers answer other im-
portant questions about how common these diseases 
are in countries across the world, and will be a useful 
way of ensuring that patients can be kept informed 
about the latest information that might be relevant to 
their disease. 

What are the primary 
objectives of the registry?
The primary objectives of the registry are to:
• Accelerate and facilitate clinical trials by locating 
potential research participants quickly and efficiently. 
• Facilitate the planning of clinical trials.
• Assist the neuromuscular community with the devel-
opment of recommendations and standards of care.
• Characterise and describe the specific neuromuscu-
lar disease (NMD) population as a whole, enhancing 
the understanding of NMD prevalence across Europe.

Which patients are eligible for inclusion 
in the registry?
All patients with a confirmed NMD diagnosis (or 
pendAll patients with a confirmed SMA diagnosis (or 
pending diagnosis) are eligible for inclusion and diag-
nosis will be confirmed via genetic testing results.

How is the registry designed?
The registries are collections of data about patients 
with a specific neuromuscular disease; no experimen-
tal intervention is involved. Patients receive information 
on the most up-to-date standards of care relating to 

their disease and may be invited to participate in rel-
evant clinical trials once their data has been uploaded 
into the TREAT-NMD global registry. Their data will be 
updated annually and stored indefinitely, or until they 
request their data to be removed.

How is the data collected and 
submitted?
The data is collected via an online form and is stored 
in a central registry on the TREAT-NMD secure server. 
Initial data collection includes ‘mandatory questions’ 
including demographic information, SMA diagnosis, 
genetic results and current condition. Further ‘highly 
encouraged questions’ focus on family history, ventila-
tion, other registries and more specific information on 
their disease.
One of the purposes of the national registry is to 
define the country’s SMA population and since, at the 
time of enrolment, patients will be at various stages of 
their disease course and medical care, patients will be 
invited to update their records on a yearly basis again 
via an online form; at this time they will also be given 
the opportunity to remove their data from the registry.

How is the data protected?
Patients’ personal and medical data will be kept for an 
indefinite period, under the responsibility of the Princi-
pal Investigator. This data is subject to the regulations 
on data protection (national laws related to EU direc-
tive 95/46), and all information received from patients 
is treated confidentially. The information is encrypted 
and stored on a secure server located at Newcastle 
University.
Any future publications based on data collected via 
the registry will follow strict guidelines with respect to 
non-publication of patient identifiable information.
Third parties wishing to have access to data in the 
TREAT-NMD Global Registry (such as researchers 
or companies planning clinical trials or conduct-
ing research on new therapies) will only have ac-
cess to anonymous information identifiable only by 
a code. Before they are granted access even to 
this anonymous information, they will have to have 
the approval of an Oversight Committee, including 
ethics representation. Patient data will not be made 
available to employers, governmental organizations, 
insurance companies, or educational institutions, or 
to a patient’s family member or doctor, unless explicit 
consent has been given by the patient or guardian.

How is the data analysed and reported?
Data is analysed and reported periodically to allow 
useful statistics to be made public. Individual re-
searchers who have been approved by the oversight 
committee can also request data from the registry to 
help with their research questions, but they will never 
be given confidential personal information. Baseline 
demographic and background variables will be sum-
marised and made available to the neuromuscular 
community via the TREAT-NMD website. Access to 
more detailed information will be controlled by a pass-
word protected area of the website, which will enable 
restricted levels of access.

How is patient authorisation / consent 
obtained?
For every patient, appropriate patient authorisation/
consent is obtained according to national regulations 
and other laws relating to medical information. This 
means that before data is submitted to the UK SMA 
Registry, the patient has to read and agree to an 
Informed Consent Form which explains what will be 
done with the data. This authorisation also enables 
the encrypted data to be transferred to the TREAT-
NMD Global Registry. This is clearly explained to 
the patient in the patient information sheet which all 
patients have the chance to read and consider prior 
to enrolment.

How is patient confidentiality assured?
All individuals with SMA are invited to register with 
the TREAT-NMD registry. If they choose to send their 
personal and medical data to the national registry, it 
will be stored in accordance with the Data Protection 
Act 1998. Encrypted  and pseudonymized data will 
then be transferred to the Global TREAT-NMD registry 
where international researchers will be able to access 
it. Researchers are, however, only permitted access to 
the data if they have approval by the Oversight Com-
mittee and even then they do ot get access to the 
patient’s name and other personal details. If research-
ers believe a patient meets a trial’s criteria and might 
benefit from participation in the trial, they will contact 
the Principal investigator (the doctor in charge of the 
registry) and /or the registry’s national curator (the 
person responsible for maintaining the registry data). 
The Principal Investigator / national curator will then 
de-code the data and forward information on the 
trial to the patient  once ethics board approval has 
been obtained for that trial. The patient’s name or any 
other personal information will not be given to these 
researchers, so it will always be up to the patient 
whether they want to contact the researcher in order 
to participate in the trial.

How can patients withdraw their data 
from the registry?
Participation is voluntary. The patient may decline to 
participate or withdraw consent for their data to be 
stored on the registry at any time without prejudice. 
Patients will be reminded that they may remove their 
data from the registry on a yearly basis, when they are 
contacted to update their record.
The TREAT-NMD / NIH conference held in Brussels on 
17th – 19th November 2009, enabled participants to 
submit questions prior to the start of the conference 
for panels of experts to deliberate on and respond to 
during the conference itself. A Q & A document on the 
registries was drafted by discussants of the registry 
session to provide answers to all questions submitted.

To view all the questions and answers please type the 
following address into your web browser:

http://www.treat-nmd.eu/QA-registries  
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Patient Registries
TREAT-NMD is a Network of Excellence project which began in January 2007  with 
an initial five years of funding from the European Union. Its aim is to sustain and 
improve clinical practice across Europe, and accelerate research into treatments 
such as specific gene-based therapies or pharmaceutical treatments for a range of 
individually rare neuromuscular diseases, including Spinal Muscular Atrophy.

The SMA patient registry is just one of TREAT-NMD’s activities aiming to benefit 
SMA patients across Europe and the world. The global TREAT-NMD database for 
SMA collects medical information from national SMA registries worldwide, which 
means that as soon as researchers find a possible new treatment, the patients it 
might benefit can be informed. 

In each country there is an SMA registry, TREAT-NMD is working closely with 
the national patient organisations for SMA to make sure the registries are run 
in a way that benefits people with SMA. In the UK, the Jennifer Trust is helping 
TREAT-NMD by promoting the UK SMA registry.
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There is to be a trial of a new oral drug for children and young people with type 2 or non-ambulant type 
3 SMA. The trial is being run in several countries in Europe and is planned in three UK centres (London, 
Newcastle and Birmingham). This is still at the planning stage and may begin in early 2011. 

The trial will involve 3 monthly assessments and blood tests and 6 monthly EMG/neurophysiology tests. 

This will be a randomised double blind trial. Two thirds of patients will be randomised to receive the 
active drug and one third a placebo (a substance which looks the same but contains none of the drug). 
The drug is given as liquid in a small volume. The trial will last for two years with a review of how 
effective it is after one year. 
 

Future Trophos Drug Trials?

Frequently asked questions



The Jennifer Trust is the only national
charity in the UK dedicated both to
supporting people affected by SMA
and investing in essential research into
cause, treatments and eventually a cure
for the condition.

The Jennifer Trust offers a whole range of
support services for everyone affected by SMA.

Outreach Service
Our Outreach Service is available to visit any
family affected by SMA and offers support,
advice and information in the home.
Contact Kate Oldnall on 01789 267520 or 
kate.oldnall@jtsma.org.uk

Contact Network
We have a nationwide team of experienced
volunteers who have all had some personal
experience of SMA who are on hand to offer 
support over the telephone or via email.
Our Contact Volunteer Network covers all the 
different types of SMA and is available anywhere 
in the country.
Contact Jackie Doubtfire on 01789 267520 or 
jackie.doubtfire@jtsma.org.uk

Information and Education
The Jennifer Trust publishes a wide range of
information on many aspects of SMA. We can
also signpost you to other sources of advice and 
support.
Contact Hilary Adams on 01789 267520 or 
hilary.adams@jtsma.org.uk

Fundraising 
Everything we do is dependent on voluntary 
donations. If you’d like to support the Trust by
fundraising on our behalf, we would be delighted 
to help you raise the maximum possible.

For more information about fundraising for the 
Trust or participating in one of our exciting
challenge events:
Contact Doug Henderson on 01789 267520
or doug.henderson@jtsma.org.uk

For more information about setting up an 
Angel or Tribute Fund 
Contact Kate Rogers on 01789 267520
or kate.rogers@jtsma.org.uk

Our National helpline is available during
normal office hours on 0800 975 3100

CONTACTS

NATIONAL HELPLINE

Help for today, hope for tomorrowRegistered charity No 1106815 Company Ltd by guarantee no 5137534.  Registered in England & Wales
!
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The Jennifer Trust 
is moving…
All being well we are relocating to new  
premises at the beginning of October. 
We hope to keep disruption of services to a 
minimum, but we would ask you to be patient 
if your calls are not answered immediately.  
Emails and answerphone messages will be 
checked regularly during this period. 

From October our new address will be:
40 Cygnet Court
Timothys Bridge Road
Stratford-upon-Avon
Warwickshire
CV37 9NW
Our telephone and fax numbers  
will remain the same.

Contact details:
General office: 01789 267520  
Freephone Helpline: 0800 975 3100
Fax: 01789 268371
Website: www.jtsma.org.uk 

Have your contact  
details changed 
recently?
Please let us know if you change your  
address, phone number or email 
address. Email your new details to 
jennifer@jtsma.org.uk or telephone us on 
01789 267520.



Mum and Dad have the INSPIRATIONS  

magazine to read and young people aged 11-25 

have their own JUST SMART magazine.  We know 

that lots of you who are under 11 years would like 

something too, so here’s a page especially for you.

“Hello, I’m Rebecca. 
I’m 10 years old and I drive a flashy purple wheelchair with sparkly diamante
 on it.  I wanted to let you know what it’s like having SMA, so I am going to
 tell you about my last Summer (2009).  I’ve started playing wheelchair
 football for Brighton & Hove Albion and this took up some of my time being
 in the league – it gets pretty competitive and Dad is always worried that I’m
 going to smash my wheelchair up!  I also organised a sponsored stroll and
 roll along Worthing seafront in aid of the Jennifer Trust. Fifteen of my
 friends came with me and got sponsorship too, and I was interviewed by
 the local newspaper and had a live interview on the radio which was cool!
  
We went to Center Parcs in May (we go every year because its wheelchair friendly and I have a great time).   
They have a great bike we hire with a seat on the front for me so we all go cycling in the forest and have races.  In August we went to the Lake 
                                                              District and the Calvert Trust (“outward bounds” type place for the disabled).  Dad said it
                                                               would be such a long drive (9 and a half hours) and we had so much gear to take with us he’d
                                                               have to get a trailer – so we did, this great big box on wheels – but at least when I needed 
                                                               to get out and go to the loo we just had to unhitch the trailer – which was good because between
                                                               me and Daniel, I think we stopped 5 times including lunch!  We put the bikes in it, my toilet seat 
                                                               and all the other stuff that makes things easier for me, including, Dad said, the kitchen sink!
                                                                  
                                                                The Calvert Trust was brilliant – I did abseiling, canoeing, went on a Catamaran and steered 
                                                                it, drove a horse and carriage, beat Dad at archery and went paragliding but we did all of these
                                                                activities together as a family which was even better.  We stayed in a great big adapted cottage,
                                                     and one of our previous helpers (who started when she was still at school) came with us too – she’s 22  
                                                     now and my younger sister’s Godmother!  It rained loads whilst we were there, but we had all the right  
                                                     gear so Mum and Dad let me out in the rain – my wheelchair was forever covered in mud!   
                                                     We went swimming a few times at the local pool – I’ve got a special buoyancy jacket and ankle weights
                                                     that help me to stay upright and float, they had a wave machine so it was brilliant.

                                                                             We had a few sunny days at home and so we took my beach wheelchair down to the 
                                                                               beach – it’s pretty big and it floats in the sea! I’ve done so many things this summer 
– the best was the Calvert Trust because they helped me do things I never thought I would be able to – I’m a bit of a daredevil, and even went on 
this great big swing thing that hung 50ft down from the ceiling and then shot through the air when you pulled the rip cord.  Oh, and I really enjoyed 
the JTSMA annual get together in July and I met  up with all my old friends in wheelchairs – we had a  
brilliant time and this year we dressed up for fancy dress too – I was Amy Winehouse and won the competition!

It was a really great Summer!!!

above - Me and my friends on our 
sponsored stroll

above - That's me making friends 
with a meerkat and a snake!

See you soon, Rebecca



Lots of you enjoy sport and 

some of you, like Lewis and 

Hanna Baker, play Boccia.   

Boccia is a game a bit like 

‘bowls’.  

The goal is to throw or bowl 

a ball so that it lands as close 

as possible to the target ball, 

called a ‘jack’. 

Boccia’s played in 42 

countries around the world 

and is one of the sports in 

the Paralympic Games.  

Hanna and Lewis and their 

team are so good at Boccia 

that they reached the region-

al finals of Under 19’s National 

Boccia Championships 2010 – 

and they won!  

Well done Hanna and Lewis!

Word search
The first 5 wordsearches returned to the office completed 

correctly will win a prize! Remember to include your 

name and age. Good luck!

 

If you like the idea of making this a regular section
in our magazine, then send us in your stories, poems, 
pictures, jokes and puzzles for the next issue.   
Ask mum or dad first, to make sure it’s ok, then post  
your entries to the office address on the back page or 
Email them to jennifer@jtsma.org.uk

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

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

................................................................Age .................


