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Celebrate Christmas 
with The Jennifer Trust
A warm invitation to all to join us 
at one of our popular lunchtime 
Christmas get-togethers, where 
there’ll be good company and 
festive food for adults, plus fun, 
entertainment and a visit from 
Santa for the children.

Please note these provisional dates 
and venues for your diaries:

Saturday 3rd December
Taunton, Somerset 

Scotland – to be confirmed

Sunday 4th December
Belfast, Northern Ireland 

Crewe, Cheshire 

Sawbridgeworth, Hertfordshire 
(near Harlow) 

Darlington, County Durham

Further details and booking 
information will be on our website early 
in October, so please keep a check on 
the website and book early to secure 
your place.  To make our funds go 
further, we won’t be mailing invitations 
out to everyone as in previous years, 
but if you’d prefer details to be mailed 
to you by post, then these can be 
provided on request: 
Tel: 01789 267520. 

We look forward to meeting you there!

We can send you Inspirations by email! If would like to go green and help us cut costs, please send your email to office@jtsma.org.uk and receive an electronic copy next time.

Dear Reader,

Welcome to our latest edition of Inspirations. I hope that those of you who attended any of our social activities have enjoyed the opportunity to meet up 

with other families and a day out in the sunshine. 

Our recent Annual General Meeting (AGM) and fun day was a great day with lots of fun activities and games. Although we had lots of families attend, 

we did not have enough members to be quorate for the AGM. Whilst we know the information and support that we provide is the reason for being in 

contact with the Jennifer Trust, we do need members to attend and exercise their right to vote as we have a legal obligation to hold an AGM on an 

annual basis.  We are rescheduling this and will be writing to members shortly to advise the date and venue. Please can you help us by attending and 

enabling us to conduct the business required of us under both Company and Charity Law.

Summer seems to come and go so quickly and some of the shops are already beginning to show signs of preparation for Christmas. We too are guilty 

of this. As Inspirations only comes out quarterly, you will have our Christmas card brochure, festive fundraising flyer, and four books of raffle tickets 

arriving with this issue.  We try to keep our mailing costs as low as possible and this is the most cost effective way of doing it.

Our Christmas cards continue to be a good source of income for us and every card you send helps raise awareness too.  For the last couple of years we 

have sold out of some of the more popular designs by the end of November, so if there are any designs you particularly like please order early to avoid 

disappointment.  Our online shop is now able to take card payments, so if it is easier please order on line at 

www.jtsma.org.uk. 

We are repeating last year’s Christmas grand raffle and hoping to beat the £8,000 we received last year.  In these difficult financial times it is much harder 

to raise the money needed to enable us to provide our services and fund research activities – with research making great progress, including the start of 

the first UK drug trials, it is important that we can invest in research too.

With my best wishes

Heather Brown General Manager 

Diary Dates

Inspirations is the quarterly magazine of The Jennifer Trust.  We are always 
interested in your comments and welcome potential contributions for future 
editions.  We reserve the right to edit material before publication.  The views 
expressed in this magazine are not necessarily those of The Jennifer Trust.

Please write to:  
Inspirations, The Jennifer Trust for SMA, 40 Cygnet Court, Timothy’s Bridge 
Road, Stratford-upon-Avon, CV37 9NW or Email: office@jtsma.org.uk

04 Peer Support News  
Paul and Mary Hatt tell us about coming to 
terms with their granson’s diagnosis of Type 
II SMA, and supporting others in a similar 
situation.

Living with SMA  
A look at the amazing life of Aharani Sivapalan. 
A detemined individual who achieved everything 
she put her mind to.

News Update
Information on the helpful and practical Changing 
Places Consortium campaign

News Update
News on the Whizz-Kidz Fast Forward wheel-
chair provision campaign, and information on our 
Youth Service

Research
Introducing our new Research Correspond-
ent James Sleigh, and his updates on the SMA 
mouse model study

Research
A review of research as discussed at the Families 
of SMA conference.

Thank Yous
A round up of some of our Fundraising stars – we 
couldn’t do it without you!

Events
A brave supporter tackles part of the Tour De 
France, and check out our upcoming fundraising 
events

Fundraising
Stories from some of our recent successful 
fundraisers – thank you! Also, check out our new 
volunteering roles.

Fundraising
News on our upcoming fundraising events, and 
ideas for how to get your company involved.

Publications
Check out our new range of books!
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Tuesday 13th September - Wednesday 14th September 
Gowrings Mobility Roadshow,
Cotswold Wildlife Park, Burford, Oxon

Wednesday 14th September,  19.30 
Disability Webinar from the comfort of your own home. 
For disabled adults and parents on Independent living (accessible 
accommodation, transport, care assessments, equipment). 
Free for Jennifer Trust members - find out more and register at 
http://martynsibley.com/online-learning 

Wednesday 14th September – Thursday 15th September 
Naidex Scotland, SECC, Glasgow
Exhibition of the latest products and services to aid independent 
living. Entry is free. To find out more, visit www.naidex.co.uk or 
call 020 7728 3927

Saturday 24th September, 10am - 5pm 
Manchester Museum of Science and Industry
To join in with a range of activities with Jennifer Trust’s friends, 
request a booking form from The Jennifer Trust.  Tel: 01789 267520 
or contact Jo McNicol via supportservices@jtsma.org.uk for 
further details.

Wednesday 28th September, 19.30 
Disability Webinar from the comfort of your own home.
For disabled adults and parents on Independent living (accessible 
accommodation, transport, care assessments, equipment). 
Free for Jennifer Trust members – find out more and register at 
http://martynsibley.com/online-learning 

Saturday 1st October, 365 Dresses at Borough Hall,
Godalming, Surrey. Huge pre-loved dress sale organised by one of 
our supporters. Donate dresses, shows and bags for the sale, or 
come along on the day and pick up a bargain! All proceeds will go 
to The Jennifer Trust.

Saturday 1st October, Muscular Dystrophy Campaign Scottish 
Conference, Beardmore Hotel, Glasgow
For further details, please contact Maureen Winslade on 0207 803 4804 
or email 2011scotconference@musuclar-dystrophy.org 

Monday 3rd October - Tuesday 4th October 
UK SMA Researchers’ Meeting, Oxford

Wednesday 12th October, 19.30
Disability Webinar from the comfort of your own home.
For disabled adults and parents on travel (planning, booking and going 
abroad with a disability). Free for Jennifer Trust members - find out more 
and register at http://martynsibley.com/online-learning 

Saturday 15th October
Muscular Dystrophy Campaign National Conference,
East Midlands Conference Centre, Nottingham University Campus 
For further details, please contact Maureen Winslade, tel: 0207 803 4804 
or email 2011conference@musuclar-dystrophy.org 

Wednesday 19th October - Thursday 20th October 
Naidex South, Excel, London
Exhibition of the latest products and services to aid independent living. 
Entry is free. To find out more, visit www.naidex.co.uk or call
020 7728 3927

Thursday 24th November, Kidz up North,
Premier Suite, Middlebrook Exhibition Centre, Reebok Stadium, Bolton 
A free one day exhibition, totally dedicated to disabled children.To find 
out more, visit www.kidzupnorth.co.uk or call 0161 214 5959
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We can send you Inspirations by email! If would like to go green and help us cut costs, please send your email to office@jtsma.org.uk and receive an electronic copy next time.

Peer Support News

4 5

Grandparents often play a pivotal role in supporting families affected by 
SMA.  Mary and Paul Hatt are parents to two sons and one daughter 
- and grandparents to seven.  One of their grandsons, Karl, has SMA 
Type 2.  We asked Mary and Paul about coming to terms with Karl’s 
diagnosis, about their commitment to supporting their son, Karl Snr, 
their daughter-in-law, Julie, and other grandparents affected by SMA.

If you remember back to when your grandson was 
diagnosed with Type 2 SMA, can you describe how 
you felt at that time and how you adjusted to the 
diagnosis?

Mary: As a family we thought that at 10 months, Karl 
had a problem with his legs.  I went with Julie to see 
the doctor.  They thought maybe he was just a slow 
walker, but he did not improve, so at 13 months tests 
were done.  

Paul:  The diagnosis came back as Type 2 SMA, 
which we had never heard of.  

Mary & Paul:  We were told by the doctor that it 
was a problem with his muscles and that he’d be ok.  
We were also told that a physio would come to see 
him - so we thought that, with physio, Karl would get 
stronger.  When Julie asked the physio how long it 
would be before Karl was strong enough to walk, she 
looked shocked and told us Karl would never walk.  
She then explained what SMA was, and just before 
she left, she gave Karl’s parents a leaflet from the 
Jennifer Trust.

Mary:  After reading the leaflet, I remember feeling 
shocked, not because our grandson was disabled – 
it was the prognosis that worried us.

Paul: Karl was born in 1996, and was diagnosed 
with SMA Type 2 when he was fourteen months old.  
It felt like a double devastation, as we were not only 
hit with Karl’s condition, but with the knowledge that 
our son and daughter-in-law’s first child was disa-
bled, and that they all faced an unknown future. 

Are you able to describe your supporting role 
within your family and how this may have 
changed over time?

Mary:  Karl and Julie were in their teens and Karl 
Jnr was their first child.  We worried for them, not 
knowing how they would cope with it all.

Paul:  Mary and I decided that we would give the 
family as much help as we could, as long as Julie 
and Karl did not think that we were trying to take 
over from them.  So we had a good talk together 
and asked if we could write letters, get informa-
tion, and generally help, so that they would not be 
so overwhelmed by it all, and we could carry just 
a few of their problems on our older, and more ex-
perienced shoulders.   We also thought that health 
authorities, doctors, and education officials might 
be more likely to listen to people of our age.

Mary:  We set about taking on the job of form 
filling, looking into research, schooling, housing, 
fundraising.... the list goes on.  We were shocked 
to find out that when you have a disabled child, 
everything he needs doesn’t come to him without a 
fight, but as older people we were ready for it!  We 
did this so Karl Snr and Julie could give their son 
the quality time he needed from them.  We had Karl 
for sleepovers so they could have catch up sleep 
and be able to have some sort of social life, as did 
his other nanna.

Paul:  Over the years we have helped Julie and 
Karl find suitable housing and they now live in a 
bungalow which is adapted for Karl.  Two years 
ago they built an extension for a shower room/toilet 
- it includes a ‘raise and lower’ wash basin, which 
has been a great help.  

Mary:  We go to every hospital appointment with 
Julie and Karl and when he has to have hospital 
stays we stay too and take our turn.  The hospitals 
know that we all come as a package… We also go 
on holidays together and this is because Karl and 
Julie ask us to.  We’re very grateful to them both 
for allowing us to help out with Karl as much as we 
do, and have told them they have only got to say 
‘step back’ and we would - we never want to be 
pushy.  We try to divide our time between all 7 of 
our grandchildren and it certainly keeps us on our 
toes! 

Paul:  I don’t know how other parts of the coun-
try work, but we have had to fight all the way to 
get even the simplest of things for Karl, and that 
includes a powered wheelchair.  We asked for this 

when he was about three years old and were told that 
he would have to wait until he was FOURTEEN to get 
one!  Well, I think that was my first big fight, because I 
found out who made the decisions on age limits, rang 
him up, and after just over an hour on the phone I 
shamed / convinced him that children as young as Karl 
needed to be mobile. We were then informed that the 
policy in our area had changed, and Karl, and others, 
got their wheelchairs. 

Where did you /do you turn for your support or to 
offload? 

Mary:  Soon after Karl’s diagnosis and after reading the 
leaflet, I phoned up the Jennifer Trust and spoke with 
Anita, who was wonderful.  I told her our fears and she 
told us that every SMA child is different -  some weaker 
or stronger than others.  By the time I’d put down the 
phone I felt much better, knowing there was help at the 
other end of the line.  We turned to the JT for help and 
info and they certainly helped us.  Over the years we 
have met so many people and made lots of friends - 
we haven’t looked back since.  

Paul:  As time has gone on, we’ve gathered as much 
information as we can on Karl’s condition, including 
vast amounts from coming to conference.  We’ve 
learned so much about how to manage Karl’s SMA 
and have been helped by so many friends we’ve met 
through JTSMA.  This includes the cough machine, 
which we could not do without, powered wheelchairs, 
plus the neater-eater arm (that Karl thinks is wonderful) 
and just lately we found out about the Hayek shaker 
maker vest, which we are at present raising funds for.

Mary:   We also have our own local friends who we 
are grateful for, who we can count on to give us their 
shoulder to cry on (and we often do). 

You’ve both provided support to many other grand-
parents, by phone, Email and face to face, since 
becoming Grandparent Contact Volunteers.  In your 
support of others, what are some of the issues that 
have arisen?
  
Mary:  I felt after all our years’ experience of appoint-
ments, hospital stays, fighting for equipment, housing, 
the right care for Karl at school....oh the list goes on, I 
was ready to help other grandparents with their fears 
and worries.  We have calls from grandparents who 

want to know all about certain equipment, spinal 
operations, holidaying abroad, flying, toileting etc.  
I give them my experience with Karl and hope it 
helps.  

Paul:  for example, when we went to Las Vegas for 
Karl & Julie’s wedding, we had to contact the air-
line in order to find the best seating arrangements, 
which turned out to be just behind the bulkhead 
where there is much more leg room.  We were 
given a special seat cover which we could pump 
up when he was seated, to make Karl as comfort-
able as we could for the long thirteen hour flight.

Mary:  As parents and grandparents we felt shock 
- and guilt in knowing we have passed on a gene 
on that has caused this to happen to our grand-
child who we (as I’m sure every grandparent does) 
dote on ..... and we as grandparents have that to 
deal with as well.  So in being a Contact Volunteer, 
I have tried to be honest and helpful and offer a 
shoulder to cry on, for other grandparents as they 
come to terms with, and want to help their family 
in dealing with, diagnosis and the walk we all walk 
with SMA in the family.  

I feel we have come a long way in all these years 
and learned a lot.  We’ve become much wiser 
through it all, and those two young people who 
received the devastating news that their first child 
had SMA type 2 have also become stronger.  
They’re now able to fight for the rights of their child 
- something they could not do in the beginning 
- and that’s why we knew as parents and grand-
parents we had to be the strong ones.  We are 
very proud of Karl Snr and Julie for how they have 
grown as parents to Karl and to their second child, 
Georgia. And we’re proud of Karl Jnr for being 
the wonderful, funny, intelligent, bright young man 
he has turned out to be.  He is a pleasure to be 
around and certainly makes the fight worthwhile.

Paul:  Me and Karl are not only grandad and 
grandson, we are best friends and Karl can tell me 
and talk to me about anything he wants to.  And 
he often does, which I find a privilege...

If you’re a grandparent who would like to 
be put in touch with Mary and Paul, please 
contact Support Services on 01789 267520 or 
supportservices@jtsma.org.uk

A Tribute to our  Volunteers
Volunteers are central to the services we provide at The Jennifer Trust and their contribution is valued very 

highly.  Sincere and heartfelt thanks to all our volunteers, who provide peer support, act as ambassadors on 

our behalf, organise social activities, help out at events and fundraise tirelessly for the benefit of others af-

fected by SMA.  

With great sadness we are letting you know that two of our most active, long serving and supportive volun-

teers have died this year.  Margaret Jones, our Contact Volunteer for Type 3 SMA in the North, and Peggy 

McCartan, our Contact Volunteer for Type 3 SMA in Northern Ireland, will be remembered by many of you who 

had the privilege to know them through conference, through social events or through their patient listening 

and positive encouragement at the end of the telephone.  Margaret and Peggy will be greatly missed, but their 

positive contribution to the lives of so many others will be remembered and continue to inspire others. 

S
u

p
p

o
rt S

ervicesS
u

p
p

o
rt

 S
er

vi
ce

s



We can send you Inspirations by email! If would like to go green and help us cut costs, please send your email to office@jtsma.org.uk and receive an electronic copy next time.

Trust  and she went onto inspire many people 
through her determined approach 
to life.

The doctors had told Aharani’s family at a very early 
age that she would never walk and that she would 
be in a wheelchair all her life. They also said that she 
may not even reach her teenage years and that her 
life expectancy was very short.

‘I think that was when I had made my mind up before 
she realised it that I was going to push her towards 
art.’ (Dad)

In the early 80’s Aharani’s father went back to Sri 
Lanka to start his own business. The family followed 
and they lived there for 2 years. I think she first 
started to bring her cultural heritage into her work 
during this trip, which exposed her to Tamil culture 
and made the link between her British upbringing 
and her Tamil identity. However there were racial 
problems at that time and the family business could 
not continue, so they returned to England.

On the family’s return Aharani attended Ashfield 
School in Leicester where the family settled. Her 
parents were keen to support her creativity and made 
sure she had professional help early on. In terms of 
her creativity she went into another dimension when 
she was introduced to her first art teacher Irene 
Hutchinson. She would visit Aharani at home to give 
her art lessons.

‘I was very keen on collage, so I thought I would 
do some collage with her, however because of her 
limited movement she couldn’t tear the paper. This 
led me onto getting her started with painting instead.’ 
(Irene Hutchinson)

It became 
increasingly 
clear to 
Aharani’s 
family that 
she had 
ambitions 
to pursue 
her creativity 
and was very 
determined to 
do so. 

Aharani 
arrived at 
Hereward 

College in Coventry in September 1995. She started 
studying a computer art and design course learning 
how to use Photoshop and Illustrator. She was really 
excited about being able to use the computers to 
create her art work, especially as the motor skills in 
her fingers had decreased in movement and using 
pencils and brushes was getting more difficult for 
her at this time. She was also able to use assistive 
technology to access her work by using a touch pad 
rather than a mouse or keyboard. 

This is the story of Aharani Sivapalan - an 
amazing individual who led a remarkable 
life and someone who was determined to 
achieve everything she put her mind to in 
the short life that she lived. Diagnosed at 
an early age with Spinal Muscular Atrophy, 
Aharani was driven throughout her life 
by an extraordinary desire to make her 
art work and she was also a very strong-
minded individual, who made sure she got 
the arts education that would equip her 
ultimately for the career she went onto 
achieve. 

As a British-Tamil artist she was first guided by her 
parents into exploring the beauty of natural objects 
through observing them and drawing them, she 
also revealed her creative talents when drawing 
many members of her own family. She quickly 
demonstrated that she was a budding artist even 
at this early stage of her life, leading ultimately to a 
remarkable career as a textile artist, spanning over 
three decades.

The family encouraged Aharani to continue drawing 
and discussed what Aharani could do for herself as 
well as perhaps gain employment or become self-
employed in the future. 

A lot of her time was taken up 
with her mum massaging her 
and giving her physiotherapy 
and attending to her disability. 
However, when she was free 
she was encouraged to focus 
on her artwork, this meant 
that she was also moving and 
using her fingers to exercise 
her joints and muscles in a 
therapeutic way.  

She won a competition for her 
design work in 1985 when she 
produced a Christmas card 
design entry for the Jennifer 
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Whilst at Hereward College Aharani started to 
develop her interest in fashion and textiles. 

‘She loved fashion and shopping; she was always 
interested in buying clothes and this is how I think her 
interest in fashion and textiles started to influence her 
art work.’ (Mum)

Having completed 
her foundation 
studies course, 
Aharani started to 
think about what 
the next stage in her 
development might 
be. So she started 
talking to her family 
about the prospects 
of going onto 
University. 

Aharani’s 
determination 
won through and 
she started to 
consider Bretton 
Hall University in 
Wakefield as her 
next step. Hereward 
College had a 
partnership with 

this University at that time. The University had an 
excellent course there in Textiles (surface pattern), 
which was an ideal course for her to study. However 
there was no access to the textile studios on the first 
floor. The University were in the course of moving to 
new accommodation that would be fully accessible. 

She started her degree course at Hereward College 
in 1999, with many visits to the university. However 
she struggled in her motivation throughout these two 
years because she really wanted to be with her peers 
in Leeds.

‘My whole year has been spent trying to organise 
my transfer of living and studying at Bretton Hall. My 
motivation to work has suffered a lot.’

Eventually she arrived at Leeds University and she 
started her third year on 1st October 2001. She 
progressed, against the odds, from special school to 
university where she was able to explore her ethnicity 
in a Westernised context and to make allusions to 
disability that were subtly contained within her textile 
designs.

There is a further dimension to Aharani’s 
achievements in that she was a disabled young 
woman pioneering a route into higher education at 
a time when few did. She found a way to express 
her self-identity positively against an historical 
background of negative stereotypes. 

‘East meets West’ was a theme that preoccupied 
Aharani’s work at this time and reoccurred 
throughout her creative development. It provided 
her with the vehicle not only to explore her design 
skills, but also her ethnicity in a Westernised context, 
and her identity as a disabled young woman and, 
in so doing, to resist the stereotypes and limited 
expectations that society held around these 
identifiers. 



L
iv

in
g 

w
it

h
 S

M
A

The Changing Places Consortium campaign is for 
accessible public toilet facilities for people who cannot 
use the toilet independently and need the help of at least 
one carer; the campaign is sponsored by Total Hygiene. 

The Changing Places Consortium is a group of 
organisations working to support the rights of people 
with profound and multiple learning disabilities to access 
their community. It includes the Centre for Accessible 
Environment, PAMIS, Mencap, Nottingham City Council, 
Dumfries & Galloway Council, Valuing People Support 
Team and the Scottish government. 

People with profound and multiple learning disabilities, 
as well as other physical disabilities often need extra 
facilities to allow them to use the toilets comfortably. 
Changing Places toilets are different to standard disabled 
toilets with extra features and more space to meet these 
needs. Without these facilities, families often have to 
change their loved one on a cramped and dirty toilet 
floor. The alternative is to limit outings to a few short 
hours or to not go out at all.

The Changing Places Consortium has produced a list 
of requirements which all toilets must meet in order to 
register as a Changing Places facility. This is to ensure 
that the toilet meets the needs and expectations of 
customers. In order to qualify as a Changing Places 
facility, it must include the following: 

A height adjustable adult-sized changing bench; a 
tracking hoist system, or mobile hoist; adequate space 
in the changing area for the disabled person and up 
to two carers; a peninsular toilet with room either side 
for the carers; a screen or curtain to allow the disabled 
person and carer some privacy; wide tear off paper roll 
to cover the bench; a large waste bin for disposable 
pads; a non-slip floor; a washbasin.  All this equipment 
is incorporated in the BS8300: 2009, the BSI’s Standard 
on Changing Places toilet provision.   

Find out more – including a list of all the locations where 
Changing Places toilet provision is provided plus how 
you can get involved to support the campaign – by 
visiting www.changing-places.org

‘I need to somehow connect the world of colour and 
fashion with my ideas about the fusion of Eastern and 
Western fashion. I’m keen to look at the influence of 
Asian culture on western culture and I will look at the 
cultural diversity and clash of cultures.’ (Aharani)

Now that Aharani had achieved her ambition to 
achieve a BA Hons in Textiles (surface pattern) from 

Leeds University, she was quickly planning the next 
stage of this very rich and creative journey. She 
was very keen to gain employment in a field that 
harnessed all her creative talents and make the move 
from home into independent living.

‘To support herself she was determined to find work, 
she wasn’t the sort of person who would sit around. 
She said ‘I can’t just sit at home, I want to go out and 
work, that’s what makes me tick.’ (Mum/Aharani)

She gained a teaching qualification and became a 
member of staff at Hereward College in 2002 in the 
Creative Studies and Media department working 
as a part time lecturer in textiles. She was highly 
respected both by staff and students and she was a 
fantastic role model to many of the students that she 
taught at the college. She also went on to develop 
her textile design work and had many exhibitions of 
her art work throughout her career as a textile artist. 

She was planning her next exhibition when she 
passed away on 29th September 2009 at 32 years 
of age. 

Karen Johnson
Curriculum Head for Creative Studies and Media, 
Hereward College, Coventry.

The Jennifer Trust has always had a strong 
commitment to supporting young people affected by 
SMA, particularly around issues of transition, education 
and disability…but mostly just around being a young 
person!

What we need to know now is what do young people 
and their families want from The Jennifer Trust in the 
way of support and services?

Karen White is currently exploring this question and will 
be getting in touch with as many young people, their 
families and young adults as possible so that she can 
report back to the Trust Board. 

Some of you may already have met Karen at last 
year’s AGM where she ran a film workshop with 
young people or at the recent Calvert Trust adventure 
weekend which she led. 

We hope to be reporting what you have said and how 
we are hoping to be able to respond in the next issue 
of Inspirations.

If you are aged 13 - 25 please make sure your views 
are heard. You can get in first by contacting Karen 
directly on youngpeople@jtsma.org.uk  or on the 
office landline 01789 267520 or text or call her on 
07805 165072
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The Changing Places Consortium Campaign 
When they’re out and about, many of our members report 
difficulties finding suitable, clean, toilet and changing facilities.  
Here, Beverley Dawkins, Co-chair of the Changing Places 
Consortium, explains about a very helpful, practical campaign 
which is already starting to benefit many people with disabilities.

What Next for Young People?

News Update

It’s time to Fast Forward wheelchair provision 
for young people, says Whizz-Kidz

On 19 July 2011, Health Secretary Andrew Lansley announced 
that as of next year, wheelchair services for children will be 
one of eight key health areas for initial roll-out of a new patient 
policy called ‘any qualified provider’ (AQP). Giving young 
wheelchair users the choice to be referred to providers like 
Whizz-Kidz, the national children’s mobility charity, will help 
transform the lives of more young people in the UK. 

AQP offers a real opportunity to extend the improvements to 
wheelchair provision that Whizz-Kidz has developed over the 
last few years with its existing NHS partners, to the rest of the 
country.

But the charity is still calling for a much larger reform 
in order to reach the 70,000 who are still waiting to 
receive the mobility equipment that is right for them. 

Earlier this year, Whizz-Kidz launched a campaign 
calling on government to Fast Forward wheelchair 
provision for disabled children and young people. 
Whizz-Kidz aims to collect public signatures to 
represent every one of the 70,000 children missing 
out on their childhoods because of a lack of mobility.

Fast Forward hopes to build public pressure to 
ensure all disabled children access the right manual 
and powered wheelchairs for their social and medical 
needs without lengthy waits. 

The campaign is already helping to raise awareness 
at some of the highest levels of decision making. In 
June 2011, a report by the All Party Parliamentary 
Group on Paediatric Mobility Reform, My Wheelchair 
is My Shoes, was compiled from evidence given 
by experts on NHS wheelchair provision at a series 
of hearings in Parliament. The report also drew on 
comments left on the Fast Forward petition by young 
people and families who have experienced difficulties 
accessing the right equipment from their local NHS 
wheelchair service.

The campaign hub – featuring the petition, young 
people’s stories, and ways to get involved – is based 
online at www.whizz-kidz.org.uk/fastforward; families 
and supporters are encouraged to tell their own 
stories via Twitter using the hashtag #FastFWD. 

We can send you Inspirations by email! If would like to go green and help us cut costs, please send your email to office@jtsma.org.uk and receive an electronic copy next time.
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The conference ran from the afternoon of Thursday 23rd June to the morning of Sunday 26th June and we 
attended all nine sessions. The session topics included: current scientific research, nutrition for all SMA types and 
optimal care for type I children: help with breathing and physical therapy. 

In this article, we shall concentrate on some of the equipment and research presented. Further information can be 
found at: http://www.fsma.org/FSMACommunity/Conference/

1. Equipment and Manufacturers

We took some time to meet and talk to the suppliers 
of specialist equipment, who had stalls at the 
conference. The following were especially useful:

Philips Respironics

• Manufacturer of ventilation equipment.

• Their machine, Trilogy, can be used for both
 invasive and non-invasive ventilation and is 
 currently very popular in the USA.

• http://www.healthcare.philips.com/

• UK supplier: http://www.respironicsonline.co.uk

Thomashilfen/Exomotion

• German company providing extra long lie flat
 buggies and mattresses that have space for 
 additional equipment underneath (e.g. ventilator, 
 suction machine, gastronomy feeds) for older 
 type I children

• They also produce the ThevoSleepingStar
 mobility bed.

• English website:
 http://thomashilfen.de/th/indexphp/en 

• USA supplier: http://www.exomotion.com/ 

LC Technologies

• Provide assistive technology using only eye
 movement http://www.eyegaze.com/

• Smart Box Assistive technologies are the UK
 distributors: http://www.smartboxat.com/ 

2. Research

The main focus of FSMA is the creation of a 
treatment and cure for SMA. However, developing 
new therapies is both very difficult and time-
consuming; it takes about 15 years to get an idea 
from the laboratory into the clinic. When scientists 
and the media say that something may be “close”, 
they can mean up to 5-10 years. Clinical trials are 
very expensive and have a success rate of about 
1 in 10 for getting a drug through Phase 1 clinical 
trials to being approved for everyday use. Even then, 

the drug is highly unlikely to be a “miracle cure”. For 
these reasons, FSMA are funding several different 
streams of research into drugs, known as a “drug 
pipeline”, accepting that only a small number may 
become a successful therapy.

In 2011, FSMA are granting $3 million for 11 
research programmes in new drugs specifically 
for SMA (http://www.fsma.org/LatestNews/index.
cfm?ID=6176&TYPE=1150).

The usual process for drug development involves a 
number of stages:

a. Pre-clinical

b. Pre-Investigational New Drug

c. Investigational New Drug (IND)

d. Phase 1 Clinical Trial: small groups of volunteers
 (usually healthy) to test safety

e. Phase 2 Clinical Trial: small doses in larger
 numbers of patients

f. Phase 3 Clinical Trial: Food and Drug
 Administration (FDA) approval

g. Phase 4 Clinical Trial: post-marketing surveillance
 with other patients, drugs and doses

“Orphan Drug” Status

Orphan Drug status is awarded to drugs intended 
to treat rare conditions that companies might not 
otherwise be able to develop for financial reasons. 
Drugs to treat conditions that affect no more than 5 
in 10,000 people are eligible in the European Union. 
This designation gives incentives to companies 
to pursue them, even if the market for that drug 
is small. Orphan Drug status permits tax and fee 
reductions or exemptions, but most importantly, 
the company will also be allowed marketing 
exclusivity for an extended period of time (7-12 years 
depending on the country). They also gain access 
to specialised scientific advice and assistance. 
Orphan drugs generally follow the same regulatory 
development path as any other pharmaceutical 
treatment; however, they may be granted permission 
to test the drug on fewer patients because of the 
rarity of the condition.

The Jennifer Trust at the Families of SMA Conference 2011: 
Disney World, FL, USA.

Hello! My name is James Sleigh, I am a scientist working on 
SMA and I am going to be your Research Correspondent at 
the Jennifer Trust. I am a postgraduate PhD student at the Uni-
versity of Oxford and I am looking at the cellular and molecular 
level into what causes the motor nerves to degenerate in SMA. 
I did my undergraduate degree in Biology at the University of 
Bath, and was lucky enough in my third year to work in a lab 
at Harvard University in Boston, MA, USA, where I first studied 
the disease. Over the coming months, I will be revising the 
research section of the trust’s website and providing regular 
updates and information on new developments in the SMA re-
search field, both in Inspirations and online. I will also conduct 
Q & A sessions with some of the UK’s leading SMA scientists 
so that we can gain some insight into what they do and why. I 
hope that you will find my articles informative and useful, and 
that I can provide an up-to-date and helpful window into cur-
rent work on SMA.

The complete absence of the survival motor neuron 
(SMN) protein is deadly to all cells, not just the motor 
neurons (the nerve cells that send electrical signals 
to muscles allowing conscious muscle contraction, 
and the main tissue affected in SMA). Nevertheless, it 
remains unknown if the reliance on SMN changes during 
development and early childhood, and whether this need 
varies between different types of cell and tissue. We also 
do not know if SMN is important for nerve cell survival in 
adulthood.

The answers to these questions will have major 
implications for the development of therapies for SMA, 
because increasing SMN levels after a critical point in 
time may have limited benefit for patients. Similarly, it is 
important that we understand whether SMN levels must 
be maintained during adulthood so as to preserve the 
connection between the motor nerves and the muscles, 
in the face of normal aging.

Recently, a gene replacement therapy tested in a mouse 
model of SMA that has low levels of SMN protein was 
used to show that single injections of the SMN gene 
were most effective at relieving symptoms when given 
the day after birth. The same treatment administered 
just four days later provided relatively little benefit. This 
suggests that early SMN replacement leads to better 
survival. However, from this study it is not clear whether 
the improvement was a direct result of increased SMN 
levels or because tissues in younger mice, in particular the 
motor neurons, are more likely to take to the treatment.

A new study by Christine DiDonato and colleagues in 
Chicago, IL, USA, has helped to strengthen the evidence 
for the existence of an early, restricted window of 
opportunity in which SMN replacement will lead to the 
best results for patients. The laboratory has produced two 
new SMA mouse models that, under normal conditions, 
produce effectively no SMN protein. These mice are 
severely ill and die before birth. However, what is special 
about these new models is that they can be triggered to 
produce a small amount of SMN protein on command.

The DiDonato group used these “inducible” mice to show 
that when SMN expression is increased in the very early 

stages of life of the embryo, the mouse is less severely 
affected by the disease than when SMN expression is 
induced a few days later. These results indicate that 
there is likely to be a decisive period, probably while we 
are still in our mother’s womb, in which there needs to 
be a certain amount of SMN protein to stop SMA from 
developing. This result has significant connotations for 
SMN replacement therapy in SMA patients.

A second similar study published this June by the 
laboratory of Arthur Burghes at Ohio State University, 
OH, USA, corroborates the findings of the DiDonato 
group. SMN expression was switched on after birth in a 
different inducible mouse model that normally produces 
enough SMN protein to live for about two weeks. Once 
again, it was found that the earlier that SMN protein levels 
were increased, the greater the improvement in survival. 
To learn about the need for SMN in adulthood, the 
researchers also switched off the extra SMN expression 
one month after turning it on. They found that the low 
level of SMN protein normally found in these mice was 
enough for survival of up to eight months. Together 
these results suggest that SMN is most important during 
early stages of life and that perhaps only a small amount 
of SMN would be enough to maintain survival during 
adulthood.

In the future, these novel mouse models can be bred with 
other available SMA strains to produce offspring that will 
allow us to address important questions about where and 
when SMN is needed most.

Further Information

The abstract from the gene replacement therapy ar-
ticle can be found a http://www.ncbi.nlm.nih.gov/
pubmed/20190738

The original article from the DiDonato group can 
be found at http://www.plosone.org/article/
info%3Adoi%2F10.1371%2Fjournal.pone.0015887

The abstract from the Burghes group article can be found 
at http://www.ncbi.nlm.nih.gov/pubmed/21672919
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Thanks and appreciation to all who supported and raised funds for our Research 
Scholarship programme.  Following a successful recruitment campaign in July, we’re 
very pleased to introduce James, our first Jennifer Trust Research Correspondent.  

New SMA mouse models shed light on the need for SMN

The Jennifer Trust has had a longstanding relationship with the American organisation 
Families of SMA (FSMA), and has sent representatives to their annual international confer-
ence for several years. This year, the conference was held in Disney World, FL, USA, and 
Claire and Maggie, two of our outreach workers, attended on our behalf. The destination 
was particularly attractive to parents and their children, who, of course, loved the “Magic 
Kingdom” and the other enchanting theme parks.R
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The Orphan Drug Act was signed in the USA in 
1983, and an orphan drug policy was adopted by 
the EU in 2000.

“Fast Track” Status

Fast Track designation is a process developed 
by the American FDA for treatments that show 
promise in treating serious, life-threatening medical 
conditions for which no other drug either exists or 
works well.

A drug that receives Fast Track status is eligible for 
some or all of the following:

• More frequent meetings and written
 correspondence with the FDA to discuss the 
 development plan for the drug and ensure 
 collection of appropriate data needed to support 
 drug approval.

• “Accelerated Approval” allows the use of indirect
 measurements to indicate that a treatment is 
 likely to be effective. This is an advantage 
 because when studying a new drug, it can take 
 a long time - sometimes many years – to learn 
 whether a drug actually provides real 
 improvement for patients (e.g. such as living 
 longer/feeling better).

• “Rolling Review” permits drug companies to
 submit completed sections of its New Drug 
 Application for review by the FDA, rather than 
 waiting until the whole application is completed.

• “Priority Review” reduces the time it takes the
 FDA to review a new drug application, with the 
 goal of completion within six months.

 
SMA Biology and Drug Design

SMA is caused by having two faulty copies of the 
“survival motor neuron 1” (SMN1) gene. This leads 
to a lack of SMN protein produced from that gene. 
The SMN protein is essential for the survival of the 
motor neurons, the nerves involved in conscious 
muscle contraction and movement. However, we 
all possess a second similar gene called SMN2, 
which mostly produces a smaller, non-functional 
SMN protein, but also produces small amounts of 
full-length, working SMN. The severity of SMA can 
vary considerably from person to person, which can, 
in part, be explained by how much full-length SMN 
protein  a person’s cells produce from the SMN2 
gene. One possible SMA therapy is to use an “SMN 
inducer” drug to encourage SMN2 to produce larger 
amounts of full-length SMN (see figure 1).

Two such drugs are about to be tested in clinical 
trials this year:

ISIS Pharmaceuticals – ISIS-SMNrx

• ISIS-SMNrx is a drug produced by ISIS that is
 currently being tested on juvenile monkeys. 
 The company is hoping to soon get FDA 
 approval, and start clinical trials in autumn 
 2011.

• The method of delivery is an injection in the
 lower back, into the fluid of the spinal cord, 
 which would allow seepage through to the 
 motor neurons. It is likely that this treatment 
 would be required about every three months.

Repligen Corporation – RG3039

• The pharmaceutical company Repligen has
 FDA approval to start a new clinical trial in 40 
 healthy people of an oral drug called RG3039 
 (previously called Quinazoline495). The trial will 
 assess the drug safety profile and how 
 RG3039 is absorbed and processed by the 
 body, i.e. the “pharmacokinetics” of the drug.

• RG3039 received Fast Track status in the USA
 on 23rd June 2011, and has been 
 recommended for Orphan Drug status in 
 Europe.

• RG3039 was first identified in a chemical
 screen of thousands of drugs for compounds 
 that increase the amount of working SMN 
 protein produced by the SMN2 gene. The 
 chemistry of promising drugs from the screen 
 was then altered to improve their ability to 
 pass from the blood into the brain, which is 
 very important for the targeting of a therapy to 
 motor neurons.

• RG3039 was the best candidate highlighted
 by the screen and has been shown to improve 
 mobility and the lifespan of SMA mice by 21 
 30%.

If this type of therapeutic approach is successful, it 
has the potential to slow disease progression and 
significantly improve the lives of patients. All drugs 
first need to be tested individually, and only when 
they have been proven safe and effective can they 
be considered for combination with other drugs.

Gene Therapy

Research is also being carried out into using gene 
therapy as a potential method to treat SMA. Gene 
therapy can be defined as the use of genetic 
material to manipulate a patient’s cells for the 
treatment of an inherited or acquired disease. Cell 
therapy is a related field and can be defined as 
the infusion or transplantation of whole cells into a 
patient for the treatment of disease. Currently, there 
are no FDA-approved gene therapy products in the 
USA. These are still being studied to assess their 
safety and efficacy in a wide variety of diseases. 
The companies represented at the conference are 
working with the FDA on this. They state that gene 
replacement therapy is currently safe and effective 
in mice and monkeys, but there are no clinical trials 
yet.

Current information about SMA research in the 
USA and clinical trial can be found at the following 
websites:

• http://fsma.org/

• http://smafoundation.org/

• http://clinicaltrials.gov

Disability Horizons
You’ve read about Srin Madipalli and 
Martyn Sibley in previous issues of  
‘Inspirations’.

In April 2011 these two 
enterprising people launched www.
disabilityhorizons.com 

Here you can find articles written by 
everyday disabled people on a range 
of subjects and perspectives.   

figure 1
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Our trustee Magda Sereda who raised £829 
from her annual garden party. Our thanks also 
go to Helen Dawson, Jo and Vernon Allen, 
Marie Winning, Manisha Uddin and Sylvia 
Stenhouse who helped with the organisation, 
and everyone who attended the day
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Thank you to Slimmers World in 
Driffield for donating £262 from their 
fundraising

To all those attendees of our AGM 
on 23rd July which raised £2200

Thank you to 
Maureen & 
Tony Carney 
for their 
awareness- 
raising stall at 
Banbury Hobby 
Horse fete and 
for their on-
going support

To Sophie Powell, Hayley Allen, 
Sophie Allen, Olivia White photo 8 
for bravely trekking Mount Snowden 
and raising over £500

Mick & Bett Hartley generously 
opened their garden to the public and 
raised £352!

Inspirations Dance Group in Kent 
held a raffle at their dance show in 
March and raised £225.00 

Thank you Mairead & Phil Bateson 
for their generosity in accepting 
donations in lieu of gifts for their joint 
50th birthday which raised £550 for 
The Sophia Walton Angel Fund 

To the Polish Catholic Centre, 
Sheffield for their continued support 
and recent donation of £200

A massive thank you to Lucy 
Wright for shaving her head and 
raising £2,746.50 in memory of her 
daughter, Georgia.

Thank you to Sarah Hutchby for 
donating £140.10 from her Pampered 
Chef evening

Tayport Primary School collected 
£245 at their end of term service!

Tutor group 7KPA The Joseph 
Whittaker School in Nottinghamshire 
made £100 from their fundraising

Thank you very much to the 
school council of Cassiobury 
Junior School (pictured 
here with head teacher Mrs 
Campbell) and to Gemma 
Shaw who nominated us 
as benefitting charity. All the 
pupils worked hard through 
sponsored swims, sponsored 
silences, cake sales and doing 
odd jobs for relatives to raise 
£1053.74!

“Just to let you know I completed 
running the London Marathon. It 
was an extremely hot day, so not 
ideal for running and plenty of water 
stops required which resulted in 

a few loo stops along the way. Even so I still managed to run the complete 
distance without stopping and walking (apart from stopping to hug my family 
who had waited patiently for me to pass them in Docklands at the 17 mile 
mark). I almost missed them and it was my mother who shouted out to get 
my attention. 

At this point I was still feeling strong and thoroughly enjoying the race and the 
atmosphere. The crowds were in holiday mood and this certainly helped along 
the route, with many people cheering out my name. 

My time was a respectable 4 hours 29 minutes. I sprinted across the finish line 
to finish sub 4 and half hours and was still feeling good enough afterwards to 
drink half a bitter, one of the most enjoyable drinks I have had in a while.”

Simon Clarke

1st Prize: £1,000

2nd Prize: iPad 2

3rd Prize: One Night Dinner, Bed & 
Breakfast for 2 people at a Principal 
Hayley Hotel

Plus lots of other prizes!

The raffle will be drawn on Friday 
16th December. 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 in the 
raffle ticket stubs as you sell them, and 
send these back to us with the proceeds.

We are happy to send you more books, 
please just contact Fundraising and let 
us know. If you would prefer not to sell 
tickets, that is no problem; please just 
return any unsold tickets to 
The Jennifer Trust.

The Jennifer 
Trust for Spinal 
Muscular 
Atrophy’s Annual 
Christmas Raffle

Last year, our first 
Christmas raffle was a 
great success raising 
over £8,000! Also our 
lucky winners went 
home with a range of 
great prizes!

Support our Christmas 
Raffle this year and you 
could be going home 
with a top prize of 
£1,000! Your support 
will also help raise 
valuable funds.

A huge thank you to Simon 
Clarke for completing the London 
marathon Asics London 10k and 
raising £500!

Once again we are 
incredibly grateful to 
Libby & Finlay Petersen 
and everyone that took 
part in the Golf Day at 
Palacerigg Golf course in 
Cumbernauld,on 19th June 
2011 and raising an amazing 
£3197 in memory of Peter 
and Gordon.

To Gill Adams & Caroline Thain whose team completed 
the West Highland Way walk for Eilidh MacFarlane’s 
wheelchair fund, also raising £233.33 for The Jennifer Trust.

Julie Wilkins 
& Bromley 
my Time who 
raised £1260 
from Jam Hot 
variety event.

Everyone involved in Didcot Girls’ School, House B Fashion 
show which raised £954.70!

Thank you to The Knights of the 
Shire for their Motorcycle Club Easter 
Egg Run which raised £616.50 and 
attended our AGM to present us with 
the funds!

Thank you to all participants of Guy’s 
Tower abseil who collectively raised 
over £15,500 and thank you also for your 
perseverance with cancellations due to 
adverse weather!!

We would like to thank everybody who continues to 
raise valuable funds to help keep our core services 
running. Please let us know about your events so that 
we can support and thank you as much as possible! 
Here are some of our recent donors;
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After much planning and organising, the ride took place on 
16th July 2011. Despite the weather’s best efforts, it failed to 
dampen the spirits of OnYerBikes 2! We had an amazing 61 
riders on 60 bikes - one tandem! Less than a handful of no-
shows meant it was a great turn out.

Everyone was in good humour regardless of the drizzle and 
the riders set off from the start - our village pub, The Charlton 
Inn in Dorset.

The clouds at least provided some welcoming cool and the 
rain eased halfway through the 2 to 3 hour ride. The marshals 
and water stops were in place around the route within 
minutes of the start and the signs meant that none of the 
riders got lost on the way. I used our car as a support vehicle 
with a bike rack, tools and puncture kit on board, which 
thankfully weren’t needed. I even had time to get a number of 
photos, which can be seen at www.onyerbikes.co.uk. 

Some of the cyclists had opted for the shorter 11 mile route 
whereas the majority cycled the full 20. 
The undoubted heroes of the day were the children who 
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The 6th Isabel Turk Angel Fund Ball was held in 
The Orchard Marquee at The Whitminster on May 
21st and 240 guests enjoyed a lovely 2 course 
meal followed by a Dirty Dancing Tribute Act and 
a table magician. Celebrity Guest Emma Samms 
gave a beautiful speech about Isabel and the 
charity; we also held a raffle and silent auction. 

The evening was a great success and we raised just 
over £9000 taking Isabel’s fund total to just over £60k. 
After sadly losing Isabel to type 1 of the condition in 
June 2004 aged just 6 months, we decided that we 
would like to fund raise in her memory for The Jennifer 
Trust and we have enjoyed hosting the balls each year 
as it also helps to keep Isabel’s memory alive. Our 
friends have been very loyal to us and the ball has 
grown and now each year we have a waiting list for 
tables. We also host a charity golf day which is in its 
second year and proving very popular too! That’s when 
we feel that all of our hard work has paid off. We are 
lucky that we have good support around us and get 
lots of help for the events. 

Isabel Turk Angel Fund Ball 

came along with their 
parents. Our daughter 
Emma, who had turned 8 just two days earlier, rode with 
Carol. Four of her classmates joined in too, with two more 
under-11s and our niece Zoe, 17.

The pub cooked ‘indoor’ barbeque food for when the riders 
returned whilst Carol handed out bags of sweets to thank the 
kids. Donations for the food raised the total by another £65. 
The sponsorship pledges on the day were more than £3,200 
with some riders still to confirm amounts. We’re hoping the 
day will have raised close to £3,500 by the time everything 
has been collected.

We can’t thank everyone involved enough:  riders, sponsors, 
marshals, Jamie and Gemma at the pub, and my colleagues 
at Intergage for helping with the website and covering the 
costs of the event. Thanks also to the JTSMA who helped 
with advice, prompt delivery of sponsorship forms and 
even polo shirts for the riders. Everyone’s efforts are deeply 
appreciated by our family. It’s wonderful to be able to mark 
Alisha’s 10th anniversary year by knowing that the event will 
help make a real difference to the families affected by SMA 
now and in the future.

By Harry Tansey

I had never organised a large charity event 
before, needing accommodation, transport, 
support teams, first aid, spare parts, the list 
was endless! The names of those taking 
part changed many times due to injury, work 
commitments, etc. Costs all spiralled and the 
need for corporate support for the event was a 
must! We were still organising things the night 
before the event was taking place, but if I can 
give anyone advice it is don’t give up!

On Thursday 7th July we set off from Leicester 
for Whitehaven with a small team of 16 
guys who had only met that night. I was still 
worrying till I sat down in the hotel bar for the 
first night with a beer (or two)!

We all got at least some rest and set off early 
in the morning. The average time it took 
experienced riders was three days but due to 
financial constraints we set our inexperienced 
guys two days, with 80 miles to cover on the 
first day!! The first day kicked off and the guys 
worked well in teams. The small support team 
of my mate and I were coping well distributing 
water, repairing bikes and treating small 
injuries. Later in the day when the heavens 
opened it turned from team work to survival 
as guys raced to get to the bunkhouse we 
were staying in for food and shelter. The 

Support team was stretched trying to help 
guys get to the finish and transport all of their 
kit. As darkness started to fall everyone got 
back safely and for such an arduous day we 
only had one rider pull out with an injury. A 
great night in the pub made me feel it was a 
successful day.

After a good night there were some glum faces 
on day two but, to be fair the lads didn’t need 
too much motivation to get back in the saddle 
with the so called ‘easier’ 60 miles to cover!! 
The guys flew on the second day leaving the 
guys in the back group to ride through the pain 
barrier to get to the finish. All of the remaining 
guys survived the journey to South Shields. As 
the lads arrived one by one at the finish line I 
couldn’t help but shed a tear as I realised what 
the guys had been through for me.

As I took the guys home to Leicester I took 
pride in a successful event and amazed 
myself all the planning went well. Everyone 
was jovial on the way back and proud of what 
they achieved. One of our key sponsors our 
local pub gave me their main room to host a 
presentation evening for all the guys. As of 
the end of July we had raised over £8000 and 
money is still rolling in from the event. 

By Alan Forrest

Ten years ago, our beautiful daughter Alisha May Tansey was diagnosed with SMA Type 1. During that busy time, 
my brother Chris and his wife Karen decided to do something to help raise funds for the Jennifer Trust and a very 
successful sponsored cycle ride called OnYerBikes was the result. This year Carol and I decided to do something 
special to honour the 10 year anniversary of Alisha’s life: it was time for OnYerBikes 2.

Also at the ball we were very pleased to launch a ‘Sil-
veRado’ bead called ‘Isabel’ and for every bead sold 
10% will go to Isabels Angel Fund.

“The pretty pink ‘Murano’ glass bead 
is inset with a flower design, has a 925 
silver barrel and fits on popular charm 
bracelets such as SilveRado, Pandora, 
Chamilia, and Troll, it is available to order 
from www.armedandgorgeous.com” 

It felt like the perfect way to remember Isabel and aid 
the charity and it has been lovely to see so many people 
wearing the Isabel bead. 

Our lives will never be the same again without our gor-
geous Isabel, but we feel that it really does help us to 
keep moving forward by hosting lots of events and of 
course not forgetting Isabel’s brother Joe who is three 
and full of beans and keeps us well and truly on our toes.

By Laura Pike

• Ambassador Volunteer

This role will help us to increase awareness 
of SMA and the work of the JT by repre-
senting and promoting the work of JT at 
a range of events in your area. These may 
include: collecting cheques, staffing infor-
mation stands at exhibitions or community 
group / school fundraising events.

• Friend of JT

To welcome and assist JT members and 
supporters at a range of Fundraising and 
support events across the UK. This could 
be registering participants at an abseil or 
even attending an event organised by one 
our supporters. 

• Community & Corporate Volunteer

These volunteers will assist us in mak-
ing links with businesses and community 
groups who may be interested in supporting 
or fundraising for JT in your local area For 
instance Rotary/W.I. groups, schools and 
local businesses. This can be by actively 
approaching and promoting the Jennifer 
Trust yourself, or even just by providing us 
with a contact.

• Social Activities Volunteer

Our JT Social Activities Volunteers will aim 
to increase social activity and to decrease 
social isolation, by providing opportunities 
for people affected by SMA to meet, to talk, 
to share experiences and to have fun in a 
range of informal settings.

• More roles to follow…

Further details can also be found on our 
website www.jtsma.org.uk 

If you feel that you would like to become 
a volunteer for The Jennifer Trust or have 
volunteered in the past and would like to 
continue to do so, please contact us on 
volunteering@jtsma.org.uk or call the 
office on 01789 267520. 

Full training and information will be provided 
for each role

After losing my son Daniel to SMA 
type one aged five months last year, 
my family were devastated. We had 
endured a tough time and some 
friends offered to organise a bike ride 
for us to send us on a much needed 
holiday. Although overwhelmed 
and needing the holiday, we felt we 
couldn’t accept the money. This 
started the thought process of 
organising a big bike ride in my son’s 
honour the following year.

Daniel  Forrest ‘Coast to Coast’ Bike ride (140 miles in 2 days) 8th-9th July 2011 

Volunteers wanted!
Becoming a volunteer for The Jennifer Trust can be extremely rewarding and 
worthwhile. However you choose to give your time to The Jennifer Trust, you will be 
making a real difference to the lives of individuals and families affected by SMA. 

We have just launched a new volunteer scheme where we will formally take on 
volunteers in a variety of roles. The roles that are available so far are listed below;



We can send you Inspirations by email! If would like to go green and help us cut costs, please send your email to office@jtsma.org.uk and receive an electronic copy next time.
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Help us with our future
When it comes to your will, it’s only right that your 
family and friends come first in your thoughts, but 
you could also leave a gift to a cause close to 
your heart. 

Gifts in wills can be directly linked to key projects 
or to an area of our work that is important to 
you and your family. Your gift can make a vital 

difference to someone living with Spinal Muscular Atrophy in the future. 

The new website has all the information you need to complete your will and 
leave a gift for future generations. www.jtsma.org.uk/leave_a_legacy_
for_future_generations

For further information on any 
of our events please contact 
Emma Rainbow or Natalie Port 
in the Fundraising team.
Tel: 01789 267520 or email: 
emma.rainbow@jtsma.org.uk 
or natalie.port@jtsma.org.uk

You and your company can donate a day in many ways and just one 
day can make a huge difference…

Donate your time…
The Jennifer Trust has many varied opportunities nationally for 
volunteering so why not spend a day making a difference:

• Help out at one of our regional social activities – from putting up
 marquees to just chatting with families

• Hold a store collection for us in your area raising awareness
 and funds

• Come meet the team and give us a hand in our Warwickshire
 based office

• Cheer on our brave participants at our challenge events such
 as the Birmingham to Oxford cycle or our regional abseils

Donate your knowledge… 
Here at The Jennifer Trust we are a small team, and a day of 
your expertise could be invaluable for us. Set aside one day in 
any of the following fields to help us out: marketing, PR, web 
development, HR, strategic planning and more!

Donate your day…
By donating one day’s wages you will make a difference - 
imagine if your whole team, or even company, did the same! 

Donate a Day

Each of these exciting fun runs have up to 1000 people 
taking part! Being 5km and staged in scenic parks, 
these runs are great family fun! Here are the upcoming 
dates & locations:

Milton Keynes (Willen Lake) - Sun 28th Aug 2011 

Dundee (Camperdown Park) - Sat 17th Sep 2011 

Aberdeen (Hazlehead Park) - Sun 18th Sep 2011 

London (Victoria Park) - Sun 2nd Oct 2011 

Edinburgh (Holyrood Park) - Sun 23rd Oct 2011 

Glasgow (Bellahouston Park) - Sat 29th Oct 2011 

Online Sponsorship
The Jennifer Trust now has the technology for you to set up your 
own online sponsorship page!

Your online sponsorship page is personalised and enables friends 
and family across the UK to easily sponsor you!

Benefits

• Donations are made with a debit/credit card immediately
 - no collecting in sponsorship!

• 100% of donation and Gift Aid goes directly to The
 Jennifer Trust (unlike any other online giving page)

• Easy for you to set up

• Your own personal webpage which you can add photos
 and your story too

• Helping to promote The Jennifer Trust while raising funds

Taking place in Greenwich Park, London this fun run 
attracts around 2000 people. The Christmas spirit of 
the race is the taking part that counts so walk, jog or 
run this 5k! A free Santa suit is included for all that 
take part!

For all you adrenaline 
junkies, why not take 
the plunge and skydive 
from 10,000ft! You 
can pick a date and a 
location across the UK 
suitable for you, and 
then jump for free by 
raising the minimum sponsorship of £395!

For more of a challenge, we still have limited places 
for the Brighton Marathon next year! This relatively 
new marathon is proving more and more popular 
with very positive 

feedback 
from previous 
runners on the 
course and the 
atmosphere! 
We have a 
number of 
runners signed 
up already for 
this fantastic 
race, so 
join team 
Jennifer for 
this coastal 
marathon.

Every year, we run the 77 mile cycle from Birmingham 
to Oxford on the first weekend of July – this year was 
bigger and better than ever! Attracting just under 700 

riders and with over 
£23,000 in pledged 
sponsorship; we 
would like to thank 
everyone who took 
part for making the 
2011 ride such a 
success.

Starting in Canon 
Hill Park, this 
cycle winds its 
way through the 
Cotswolds to the 
finish at Oxpen 
Meadows, where 
the London to 

Oxford cycle (which CLIC Sergeant benefit from) also 
finishes. This year, we have invested in new materials 
including branded marquees, flags and banners. 

The Birmingham to Oxford ride attracts the largest 
number of participants of any of our events, so by 
ensuring we are well represented at the end of the 
race helps raise our profile, and in turn awareness of 
SMA. We also sent Jennifer Trust vests to the riders 
so our logo would travel round the route with them, 
helping to raise profile along the journey!

As always, this event would not be possible without 
the organising company Bike Events who work hard 
to make race day such a smooth operation, and we 
have received nothing but positive feedback on the 
route, signing and marshalling. We are also very lucky 
to have two volunteers (along with the majority of the 
JT fundraising team) to help greet the weary riders 
at the end of the race with much needed water and 
a certificate – thank you Rosemary and David for all 
your help!

We are proud of this event and the brilliant amount 
of funds and awareness it generates for children and 
adults with SMA – we are already looking forward to 
2012’s ride!

Jennifer Trust has exclusive places in the upcoming runs, from fun 5k’s to a marathon – 
there is something for all abilities!

Big Fun Run Series 

Birmingham to Oxford Bike Ride Report 

Santa Run, London - 4th 
December 2011

Skydives

Brighton Marathon - 15th April 2012
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Established in 1985, The Jennifer Trust for 
Spinal Muscular Atrophy is a national charity 
with 25 years’ experience of providing infor-
mation, support and advice to families and 
individuals affected by SMA and to profession-
als involved. The Jennifer Trust also promotes 
essential research into the causes, treatments 
and eventually a cure for the disease.

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 our team on 0800 975 3100, or 
supportservices@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 290264 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 290263 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 290266
or doug.henderson@jtsma.org.uk

For more information about setting up an 
Angel or Tribute Fund 
Contact Natalie Port on 01789 290267
or natalie.port@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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            40 Cygnet Court, Timothy’s Bridge Road, Stratford Upon Avon, Warwickshire, CV37 9NW.

The inspiration for this charity cookbook 
came about when, at 6 months old, 
Olivia Springall was diagnosed with Type 
I SMA. Her parents wanted to help raise 
awareness of the condition and The 
Jennifer Trust whilst giving something back 
to people with a collection of classic family 
recipes. This has been a real success and 
future editions are being considered.

Tilly Griffiths, was born in 
January 2000, and has Type II 
SMA. Tilly and her family have 
produced a book about Tilly. 
Even though Tilly cannot walk, 
roll or crawl, she rides ponies 
and in helicopters, she sails, 
loves the beach and goes to 
ballet classes every week in her 
own dancing frame. This book is 
written to inspire all children and 
families affected by SMA. 

“Smasheroo: A person or thing of superlative quality or importance 
eg: a smash-hit.” Smasheroo has been written by Hania Myers, a 

mother of a Type III child. Hania 
has written an uplifting story that 
highlights that everyone is different 
and everyone is special in their 
own way. The book has been 
illustrated by Mary Hall making this 
a very unique piece of work.

On the 5th August 2010, The Jennifer Trust regis-
tered as a publisher. Since then we have published 
three books. Here is a short description of each of 
the books. You can purchase them from our new 
web shop.

We are very proud of all of our books and look 
forward to many more in the future. 

To purchase any of our books, please visit our 
online shop www.jtsma.org.uk/jennifer_trust_shop
or call 01789 267520.

Family Favourites - 
Recipes to Warm the Heart
£6.00 

Tilly Smiles - The Story so far
£10.00

Smasheroo
£3.99


