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We are very pleased to be able to  
produce Inspirations again at the end of 
what turned out to be a very challenging 
year. The difficult financial climate that 
affected many charities has required us 
to be flexible, economical, determined 
and undaunted – all qualities that have 
applied to The Jennifer Trust from its 
inception!  However, looking back over 
the year, there is a lot to be proud of. 

This edition of Inspirations is brought to you 
by the Staff Team.  Chief Executive Richard 
Green left in May 09, to take up a role with 
St John Ambulance.  We miss his friendly, 
calm, good humoured leadership and 
decision making, but the whole staff team 
has shared the responsibility of keeping the 
show on the road.

Our annual conference was very successful, 
providing an excellent combination of social 
and learning opportunities. JT member Paul 
Ronson introduced former World  
Heavyweight Champion Boxer, Frank Bruno 
to conference delegates.  We are delighted 
that Frank is putting his weight behind the 
Jennifer Trust as one of our new patrons, 
and that he took the opportunity to  
introduce himself to the children as they 
departed for Snibston Discovery Park.  
Keynote speakers included Professor Victor 
Dubowitz, Dr Kevin Talbot, University of 
Oxford, Dr Stephen Minger, King’s College 
London, and Dr Anna Mayhew, Smartnet 
project.

Workshop choices covered Benefits, Seating 
for Children, Type I discussion, PAs, Carers 
and Partners, Sibling Support, Men Only and 
Further Education.  We added `relaxation` 
into the mix with several workshops offering 
participants the chance to try out activities 
such as yoga, massage and chocolate  
making – recognising that stress-manage-
ment is so important.   

The first Jennifer Trust medals for  
outstanding contributions to the SMA com-
munity were presented at the conference.  

The first was given posthumously to Anita 
Macaulay, founder of The Jennifer Trust, and 
received on her behalf by her mother, Pam 
Barnacle.  Sadly, Pam died in January 2010 
following a short illness.  The second medal 
was presented to Victor Dubowitz, whose 
ongoing support and interest in SMA and 
The Jennifer Trust has been invaluable.

The 6th UK SMA Researchers’ Meeting was 
held in Edinburgh in October, jointly funded 
and organised by JTSMA and The SMA 
Trust.   As always, researchers benefited 
from the opportunity to meet, to present and 
discuss their work. This event, which was 
very well attended, included international 
guest lecturers and delegates.  
An overview of the conference is provided on 
pages 18 -19.

Good networking and partnerships have 
been more important than ever this year, 
and we have been pleased to be invited to 
events that enable us to learn more, or share 
resources.  JT representatives have attended 
a range of conferences and meetings, 
hosted by the Scottish Muscle Network, 
TREAT-NMD, Genetic Interest Group (GIG), 
Association for Children’s Palliative Care 
(ACT), Muscular Dystrophy Campaign 
(MDC), National Council for Voluntary  
Organisations (NCVO), and an All Party  
Parliamentary Group (APPG) on  
Palliative Care.

Due to the popularity of the Christmas 
parties, we were again delighted to secure 
funding for five regional celebrations.   
Fun and social events are an important part 
of what The Jennifer Trust offers to families. 
In addition to Conference and Christmas 
parties, social activities took place through-
out the summer in the Cluster Group areas.

Many members and supporters have  
discovered the `fun` in fundraising, and have 
helped us enormously with sponsorship and 
money raising events.  Your generous  
support was crucial to us during the  
economic downturn and we couldn`t do 
what we do without you!  We are now  
looking forward to celebrating the Jennifer 
Trust`s 25th Anniversary Year in 2010.

Diary Dates
Saturday 27th March
Living with MD Day 
Peer to peer support group for adults with 
Neuromuscular conditions living in London.
For more information and to book telephone 
Claire Kelleher at MDC on 0207 8034805

Tuesday 20th – Thursday 22nd April
A free exhibition of the latest products and 
services to aid independent living.
To find out more and to register, visit  
www.naidex.co.uk

Saturday 24th April
Day for adults with muscle disease in 
Greater London. 
For more information and to book telephone 
Claire Kelleher at MDC on 0207 8034805

Thursday 24th June
Kidz Down South, Rivermead Leisure 
Complex, Reading.
A free exhibition of equipment and products 
for disabled children. To find out more and to 
book, telephone 0161 2145962

Thursday 1st – Saturday 3rd July
Mobility Roadshow, East of England 
Showground, Peterborough
Free showcase of mobility and lifestyle  
products and services.
To find out more and to book,  
visit mobilityroadshow.co.uk

Friday 23rd – Sunday 25th July 
The Jennifer Trust Conference
A celebration of The Jennifer Trust`s achieve-
ments during 25 years, as well as a brilliant 
learning and socialising opportunity

Saturday 11th – Sunday 12th September
Beyond Boundaries Live, Farnborough 
FIVE Show centre.
A Dynamic and interactive consumer event 
for disabled people, covering everything from 
sport to fashion and equipment to holidays.  
For more information, telephone 01252 
532800 or visit www.beyondboundarieslive.
co.uk

Saturday 18th September
Muscular Dystrophy Campaign National 
Conference, Birmingham Hilton.
To find out more or to register:
0207 803 4808

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 

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, telephone 0161 2145962

Details of Jennifer Trust summer social 
activities and 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 email:Inspirations@jtsma.org.uk
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Right; Victor Dubowitz and 
Pam Barnacle at the JT annual  
conference



Right.... here we go.....  my name 
is Lisa Griffin.  I’m married to Shaun 
and we live in Gloucester with Luke, 
our 8 year old son, and Jo Jo our 
terrier dog.  Luke was diagnosed at 
17 months old with SMA 2/3 (he’s on 
the borderline) and I’ve been part of 
The Jennifer Trust since 2002 – that’s 
when I came to my first conference.

Before my first conference, I was 
worried - not knowing what to expect, 
and thinking it might be depressing 
or that it might make me feel worse.  
So I was nicely surprised to find 
how friendly and welcoming all the 
staff and other JT members were.  It 
was quite overwhelming with all the 
information and workshops and new 
faces, but you get to know other 
people really quickly and even if you 
feel the need to cry, you don’t feel silly 
or as if you’re the only one.  I couldn’t 
wait to go back the following year and 
now Luke really looks forward to going 
back to see all his friends.

Three years ago, I decided to become 
a Contact Network Volunteer for a 
few reasons:  to help other parents, to 
listen, and to pass on information and 
experiences as a parent of a child with 
SMA.  I feel we have experience now 
in quite a few areas, such as starting 
school, Motability, direct payments, 
applying for funding and fundraising 
tips, different wheelchairs (plus insur-
ance and maintenance cover), dealing 
with social services, holidays, and the 
latest being gastrostomy.  Also, we’re 
in the middle of housing adaptations 
at the moment!

Being the parent of a disabled child 
can feel isolating, but it shouldn’t be 
like that.  I think it’s good for people to 
get together, so I enjoy arranging so-
cial activities like the accessible boat 
trip and the Midlands Christmas Party.  
If anyone wants to get in touch to talk 
about any of the things above, or just 
for a chat, then please give me a call!

Left:
Ahoy me hearties!
Despite the rainy 
weather, 
Lisa’s accessible 
boat trip proved to
be a highly popular 
day out.

If you have any questions or ideas  

concerning the Contact Volunteer  

Network, or if you’d like to get in  

touch with Lisa or any of our  

Volunteers, then please contact  

Jackie at the office  

Tel: 01789 267 520 or Email:  

jackie.doubtfire@jtsma.org.uk

Contact Network News

Our dedicated Contact Volunteers are a fantastic 
source of support; they share experiences, provide a 
listening ear, and help members to access information.  
Our Volunteers come from all walks of life and are all 
affected by SMA, either as adults, parents, young people 
or grandparents.  If you’d like a friendly chat with  
someone who understands your diagnosis, or if you’re 
looking for ideas on a specific issue, then the Network is 
there for you.  
When Lisa, one of our family Contact Volunteers, 
visited us at the office recently, we asked her to  
introduce herself to our members....

CVN Social Activities
Grateful thanks to our volunteers for organising a variety of social activities throughout 

2009.  Our regional Christmas parties are always a great opportunity for people to meet 

up and enjoy some seasonal food, fun and company and the five parties this year have 

proved as popular as ever.  Thanks to all of you who have supported events by coming 

along and making them so successful.  Do remember that the Network’s there for you, so 

any ideas for activities or days out for 2010 are very welcome. 

“Being the parent 
of a disabled child 
can feel isolating, 
but it shouldn’t be 
like that. I think it’s 
good for people to 
get together”

Volunteering
for The 
Jennifer Trust

We’re aware that 
many of our members 
and supporters wish to become more 
involved with JTSMA and that the 
Jennifer Trust will benefit greatly from 
this.  We’re very keen to increase our 
range of volunteering opportunities 
and would welcome your involvement, 
initially at the review and planning 
stages.  Whatever your motivation or 
connection to SMA, we value your 
views and ideas about supportive,  
awareness and fundraising roles for 
volunteers. To participate in the con-
sultation about volunteering opportu-
nities (without any obligation) please 
let us know your name, address, 
telephone number and (if applicable) 
Email address as soon as you can.  

Either Email the above details to 
jackie.doubtfire@jtsma.org.uk or 
telephone Jackie at the office on 
01789 267520 or send by post to 
JTSMA, FREEPOST MID 22097, 
Stratford upon Avon, CV37 0BR.  
We appreciate your input and look 
forward to hearing from you.  
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Above: Christmas party time at  
Scotland and the Midlands
Below: Picnic in Tilgate Park



Creating partnerships -
Changing lives

It’s long been known that dogs help us in 
many different ways:  There are sniffer dogs and police dogs, hearing 
dogs and sheep dogs. But what does an assistance dog do?

right person.  Sarah Watson is a  
spokesperson for the charity: “We know that 
people have busy lives and so our careful 
matching process ensures that we look at the 
temperament of the dog and the needs of an 
applicant to ensure both parties have all their 
needs met.”  

It takes around 18 – 20 months to take a 
young pup to fully-trained assistance dog, 
with the final stage being a partnership  
training course at the charity’s national training 
centre in Banbury, Oxfordshire.  Here clients 
spend nearly two weeks on a residential 
course learning every aspect of working with 
their dog.  Sarah Watson again: “The  
residential course really gives a chance for 
the partnership to form a strong bond, which 
plays such a huge part in the relationship 
between dog and person.  We teach every  
aspect of looking after a dog from grooming 
to free-running in a local park.  Clients also 
learn how to work with their dogs in trained 
tasks with further work and support continued 
back in the home.  It’s hard work, but most 
clients find it a thoroughly rewarding  
experience.”

The charity makes a lifelong commitment to 
support each partnership, offering aftercare 
and ongoing training on a regular basis, as 
well as providing a successor dog, if and 
when the situation arises.  For many of the 
people the charity helps, being partnered with 
an assistance dog becomes an essential part 
of their life, providing independence and  
practical help on a 24:7 basis.  Many clients 
find they are less reliant on a carer or  
family member to help them with many of 
their needs, as client Andy Lee explained: 

Dogs for the Disabled was the vision of 
Frances Hay. Disabled herself, she  
realised that dogs could be trained to 
help disabled people live a more  
independent life.  In 1986 she set about 
doing just that, and since becoming a 
charity in 1988, Dogs for the Disabled has 
trained over 400 assistance dogs.  Today, 
Dogs for the Disabled provide assistance 
dogs for adults with  disabilities, children 
with disabilities and more recently,  
families with a child with autism. 

Making a difference, 
every day.

Every dog makes a life-changing difference to 
each and every one of the disabled  
people the charity helps. Assistance dogs 
offer practical help with everyday tasks that so 
many of us take for granted. Specialist tasks 
include opening doors, retrieving out-of-reach 
objects, removing items of clothing and even 
emptying the washing machine!  Ultimately, 
the dogs give their owner independence and 
confidence as well as being a trusted  
companion who acts as an icebreaker and will 
never tut or frown when a little extra help is 
required. 

The philosophy of the charity is very much 
about creating a partnership between a  
person with disabilities and their assistance 
dog.  The charity takes its time to really 
understand the needs of an applicant before 
placing an assistance dog with them.  An  
assessment for a dog will include lifestyle, 
family, school and work commitments to 
ensure that the right dog is partnered with the 

“I used to have to get ready for bed 
when my carer came to put me to 
bed. Some evenings that could be as 
early as 8 o’clock.  Now, with my  
assistance dog Henry with me, I can 
go to bed when I want to and not have 
to rely on anyone else.” 

Pioneering Services

In 2004, Dogs for the Disabled  
became the first UK charity to train 
dogs for physically disabled children. 
A revolutionary new service, it offered 
children the chance of independ-
ence in a way that had never been 
done before in this country. While the 
assistance dog was still helping with 
practical tasks, they also now helped 
the child in other ways.  For instance, 
some of the dogs have been trained 
to assist with the child’s physiotherapy 
regime, through daily grooming exer-
cises and play. The effects can be out-
standing, helping a child to strengthen 
weakened muscles and even improve 
dexterity.  
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For further information:  Sarah Watson Communications Manager  Direct Dial: 01295 759808 
Switchboard: 01295 252600 Sarah.watson@dogsforthedisabled.org 
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The Trust’s 2010 Annual Conference and AGM will be held  
over the weekend of 24th – 25th July. Once again  
the event will take place at the Ettington Chase Hotel in  
Ettington, near Stratford upon Avon. 
So put the date in your diary and look out for more  
details in our next mailing and on our website.
2010 marks the 25th anniversary year for the Jennifer Trust 
and the conference promises to be an extra special event. 

Conference 2010
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If you would like to find out more about the services offered by Dogs for the Disabled, read some real-life  
stories or apply for an assistance dog please visit www.dogsforthedisabled.org.



The staff team at The Jennifer Trust were very pleased 
to have a visit from Professor Mimoun Azzouz, who 
came to Elta House on 2nd December to talk about 
his team`s current research and the implications for 
people with SMA. 

Mimoun and his staff have been working on viral 
vectors and the use of nano-medicine and nanotech-
nology in gene therapy for several years. The Jennifer 
Trust funded some of his earlier work, and Mimoun 
has been a welcome speaker at conference. He 
hosted the UK SMA Researchers’ meeting in 
Sheffield in October 2008. 

Professor Mimoun Azzouz to 
present findings in gene therapy
this Spring

JT introduce new multisensory 
toy packs
With concerns about swine flu, we have  
recently reviewed the equipment loan  
services offered by The Jennifer Trust. We felt 
it was important to continue providing our 
popular multisensory toypacks and we have 
re-designed the packs to produce a selection 
of toys which can be retained by families. 

The new system will enable us to respond quickly to 
demand as there will be no need to clean, service or 
repair returned toys. We now have the option to in-
clude items that were previously unsuitable because 
they couldn’t be cleaned sufficiently or were liable 
to damage during transportation. We can also vary 
the contents of the packs in response to feed back 
from families. 

We have included items that offer visual, tactile and 
auditory stimulation.   
In response to feedback from recipients of previ-
ous toypacks we have included some of the old 
favourites and added some new items.  The pack 
has been designed to offer entertainment during the 
day, fun in the bath and comfort at bedtime. 
The packs will be delivered by one of our Outreach 
Workers in conjunction with an initial home visit, or 
sent by courier, whichever is most appropriate.

With generous trust funding, our new toy packs 
are now available for babies diagnosed with Type I 
SMA (UK only). 

To request a toypack please contact Hilary Adams on 01789 267520 or by email:  hilary.adams@jtsma.org.uk 

His team have used several approaches to try to 
tackle SMA, and his current work looks at ways of 
replacing SMN in motor neurons. 

Mimoun will be presenting his findings at a large 
international conference in Toronto in Spring 2010, 
and we hope will be at a stage where he can share 
his findings with Jennifer Trust members at the 25th 
Anniversary Conference in July. 

See page 16 to learn more 
about a special friend for 
children with Type 2 or 3 SMA.

Jennifer Trust wins a National Lottery award

RADAR recognises PA Pool for ‘Doing Care & Support Differently’! 
PA users (disabled people) can recruit PAs, and 
PAs (carers) can find employment at PA Pool, 
which was named as one of six finalists in the 
‘Doing Care and Support Differently’ category in 
RADAR’s People of the Year Awards 2009.

RADAR’s People of the Year Awards, celebrates  
excellence and achievement by both disabled people 
and those organisations with a commitment to  
furthering the equality agenda for disabled people. 
Director/founder Katy Etherington, is a Jennifer Trust 
member with SMA Type II. She has employed PA’s for 
12 years. She sent us this report: 
“Currently there is a massive push towards giving 
disabled people more control, especially over their care 
and support, but most methods of recruitment don’t 
actually facilitate that. I developed PA Pool to make 
the recruitment process more accessible, interactive 
and more empowering, not only for the thousands of 
people who need support to live independently or are 
looking for work in the care field, but also the increas-
ing number of families who need help to care for elderly 
relatives.” 

Since PA Pool’s launch in June 2007 the member base 
has grown to over 4500 PA’s and PA users, and each 
month these figures are growing. People all over the 
UK are benefiting from the service, the reduced effort 

A major highlight of 2009 was winning the National 
Lottery Award for Best Health Project.  The National 
Lottery Awards are an annual search to find the na-
tion’s favourite Lottery-funded projects.  Now in their 
seventh year, the Awards celebrate projects, large and 
small, from all over the UK.  It was The Jennifer Trust’s 
chance to tell our story and celebrate the hard work, 
dedication and achievement of our Outreach Workers.  

The UK-wide Outreach Service provides personalised 
support, information and guidance to families affected 
by SMA, following diagnosis. Our two Outreach  
Workers, Claire Holdcroft and Maggie McHale, support 
families in their choices and decisions, liaising with 
health and social care workers to ensure timely and 
appropriate provision of services.  

The National Lottery Award winners and runners-up 
were revealed on a live, star-studded BBC television 
show in September 2009.  The National Lottery:Big 
7, was presented by Nick Knowles and Myleene 
Klass.  The 21 project finalists were all recognised on 
the show, and the winners were presented with their 

of finding a PA, or PA employment, and the peace of 
mind having a dedicated resource brings.  
Becoming a PA does not always require qualifica-
tions or experience, so PA Pool provides  
opportunities to many job seekers who might 
otherwise find it difficult to find employment, as well 
as encouraging students studying medical or care 
related courses to gain valuable work experience by 
undertaking temporary PA jobs during their holidays. 
PA Pool provides the resource to enable  
independence or gain experience, ultimately helping 
people to make a greater contribution to society. 

The finalists will attend a black tie dinner to be held 
at Battersea Evolution on the 28th November. “It’s 
great when you find an idea that enables you to 
personally overcome a particular problem. When that 
idea solves the same problem for  
others too - its even better! If you get recognition 
and someone actually tells you that your idea is 
good - it’s fantastic! This is the 4th award  
nomination PA Pool has received since its launch, 
I feel very proud!”  Congratulations to Katy from 
everyone at  The Jennifer Trust.
 
Contact Katy Etherington at:  
Katy@papool.co.uk or 07702 343566
Website: www.papool.co.uk

Awards by a host of celebrities and special guests.  
Maggie and Claire collected the Award from TV  
personality Kirsty Gallagher.

The press coverage The Jennifer Trust received for the 
event was outstanding.  We would like to thank all of 
our supporters who voted for the Outreach Project.   

Best Health Project Winner: 
The Jennifer Trust Spinal Muscular  
Atrophy Outreach Service
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Top:  Day one and ready for the off - 
all smiles  
and glorious sunshine.
Below: Shortly after!

not enough recovery time and so each 
day we got progressively more and 
more tired. The biggest single issue 
was the navigation in Germany. Cycle 
route signs would suddenly cease and 
road signs are tricky because they 
send traffic to motorways and high-
ways, and it all adds to the miles and 
time. Also there were a lot of off-road 
sections which tended to be steep  
forest tracks and they take a lot of 
time and energy.

Basically 78 miles per day is 10 
miles too much unless you’ve 
done the training!!

Tour Stats
Total amount raised £6,030
 
Total Distance: 1,555 miles in 20 days,
plus 1 rest day
Longest day: 102 miles
Shortest day: 58 miles
Average: 77.75 miles per day
Top Speed: 35 mph
Longest continuous ascent: 8km
Latest finish: 11pm 
Hardest ride: Belzig to Quedlinburg (91 miles) rain, 
headwind, hills no respite all day and when we finally 
find it hostel is closed. 
Number of punctures: Stick 2, Andy 1
Number of breakdowns: Stick – numerous
Number of crashes: Steve 1.5, Stick 1, 
Bruce numerous
Weight loss: Andy 3kg, Steve 2kg, Stick 6lbs, 
Bruce 2 lbs
Number of days rain: 10 days
Best Beer: Wittenger to Hitzacker
Best Food: Steve’s enormous plate of pork 
medallions  and local mushrooms in Hitzacker 
(causing Bruce to re-check the menu) 

Bruce Lorimer
Cake Competition: 

1st Blueberry cheesecake on the bank 
of the Elbe
2nd Plum crumble in café Constance
3rd Huge vanilla cheesecake in Koln

Key learning Points

1. Get the best cycling shorts available to mankind
2. Never accept unsolicited advice on the best 
    way to X, Y or Z!

So...what was it like?

Outward leg to Berlin was warm and 
sunny, flat and wind behind. 
Return leg was the opposite. 10 con-
secutive days of rain, lots of hills and 
into a strong headwind. Each day the 
first 40 miles was ok, almost  
enjoyable, but after that it started to 
really hurt and it was a real hard slog 
to get to the destination. Typically we 
arrived about 7 or 8pm. That meant  

Left:  The delegation of
responsibilities

Below: Anyone know where 
we are?

Steve Cocker and the Gang

Cambridge to Berlin

and back...on a bike!

Memorable Quotes

“There’s a big difference between 
what women like and quality” – 
Bruce Lorimer
“Isn’t it nice when everything goes 
well” – Bruce Lorimer
“Your friend is kaput” – Guesthouse 
owner on Bruce
“If you’re happy then I’m happy” – 
Stick talking to bike repair bloke  
holding large hammer
“It’s so flat you can see into next 
week” – old fella in Gross Hesepe
“It’s all part of the experience” – 
Andy on learning he can’t board the 
ferry back and has to go to Amster-
dam to get an emergency passport
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Thank you to Wayne Burfitt and 
Laura Nelson (above) who ran the 
London 10k in fancy dress for  
Annabelle’s Angel Fund.

A big thank you to D Squadron at 
Boscombe Down for raising £325 at 
a Christmas raffle, and proceeds from 
collection tin for Sally Evan’s Inspira-
tion Fund. 

Big thank you to Rachelle and Jess 
for running in the Great Run for The 
Jennifer Trust.

Thank you to Martyn Pilgrim and 
his grandson, Connor age 3 (below) 
who completed the Great Yorkshire 
Mini Mile. They raised over £700 for 
Jacob Hornsby’s Angel Fund.

Pat Gagg and Lillington Bowls
Club for raising over £2,000 for Jacob 
Hornsby’s Angel Fund. 

Mark and Georgina Naylor for 
raising £330 for Jake Stacey’s 
Inspiration Fund.

Lucy Wright and 
family raised £486.49 
for Georgia’s Angel 
Fund.

Knowle and  
Dorridge Lions for 
donating £15,000.

All Scared Penfolds (above) (team 
from Calfordsdean architects) cycled 
the Birmingham to Oxford raising 
£2,200 with only one casuality along 
the way! 
 
A big thank you to Gavin Herbert, 
Steve Hickman, Steve Aston,  
Richard Morgan, Mike Khanna, 
Dan Cook and Ian Atterbury for 
raising £1,429.00 for Harry Hickman’s 
Angel Fund by taking part in the 
Santa Run last December. (below)

Todmorden and Hebden Bridge 
Ladies Darts League, Keith Moralee 
and family for raising £400 for Abigail 
Moralee’s Angel Fund.

Aberdeen Drumming Band for 
raising £450.

Audrey Raper for her ongoing 
fundraising in 2009.  

Roy Twycross 
(right) for raising  
£1250 from 
the final ‘Ride in a  
Ferrari Day 2009’

 A big thank you 
to Paul and Cleo Andronikou for 
raising £2240.50 from their 
Sponsored Walk for Katie  
Andronikou’s Angel Fund.

Catherine Tancock for raising 
£990.50 from the Great West Run 

Marie and Stephen Jenkinson for 
raising £3,563 at their Casino Night.

Natalie Bloodworth for raising £459 
by running the Bath Half Marathon.  

Over the last 12 months there have been a 
large number of articles published on the likely 
impact of the continued downturn on  
charitable giving in 2010. 

On the face of it many of these paint a pretty 
bleak picture for fundraising. Looking at how 
we have not just coped, but stabilised our po-
sition throughout 2009, I believe that although 
2010 will be challenging, I hope that it is a less 
apocalyptic picture than many are  
predicting. Recent studies have concluded 
that at a macro level charitable giving remains 
largely unchanged during a downturn. Indeed 
during many economic downturns many  
charities have fared considerably better than 
their compatriots in the commercial sector.

However very few, if any, charities can just sail 
through a recession and charities that do well 
take the downturn seriously and work harder 
at fundraising. We are one of those charities 
that recognised the need to adapt our  

expenditure quickly in line with the changing 
market place.

So we have survived, what next? That’s very 
much dependent on if we can maintain our 
income through these continuingly  
difficult times. Although we are a national 
charity we still remain small with regards to 
workforce and, in relative terms, membership. 

We will always require support from our  
membership, those that understand our work 
and why we are an essential service.

I would like to personally thank everybody 
who, even through these difficult economic 
circumstances, has continued to dig deep 
and support our work.  Thank you. Your  
support is central to our continued survival 
and future development.

Weathering the storm

Pink Home Loans raised £74.03 by holding a 
‘dress down’ day.

A big thank you to Elspeth Williams and all her 
colleagues at the Royal Bank of Scotland 
Glasgow Retail Customer Service Centre who 
helped fundraise at Aunty Rena’s Jumble Sale, 
which RBS acknowledged by donating a further 
£1,000!

                                Gary Neill (left) completed the 
                                London Marathon in under 4 
                               hours, and raised £938.42 in 
                               memory of Rebecca Coopey – 
                              thank you! 

Gary Ives (above) for cycling Coast-
to-Coast and raising £2,208.

Charlotte Ashley and Mr and Mrs 
Hall for raising over £1,500 from their 
Charity Christmas Lights.

A big thanks to Amber Spear and 
family (below) for raising £1,568 at 
their joint birthday party.

Tesco in Stratford Upon Avon for 
raising £266.40 from their sponsored 
football match (below).

A big thank you to Martin O’Neill 
(right) for
participating 
in the Great 
North Run 
and for raising 
over £500.

Thank you to The Warbies 
Wheelers (below) at Warburtons in 
Bolton for raising £2,785.75 for the 
Saffron Rose Middleton’s Angel Fund.

Doug Henderson
Head of Fundraising
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My Ben Nevis Trip by Saskia Huxham aged 8

Ben Nevis is in the Scottish Highlands and is the 
highest mountain in the UK. At the start of the 
walk we were on an easy sloping path. Occasion-
ally I asked Daddy for a Jelly Baby for energy (and 
of course because I like them !!!!)
About a quarter way up I saw a sheep dog. I was 
surprised for it was not cold in the sleet, snow, 
hail, rain and 60 mph winds.
Halfway up I saw a rainbow. I thought it was sent 

Kerstin Bates trekked Grand Canyon and raised 
£13,107.00 

Sharon and Diane Chappell ran the 
Woman’s 5k Challenge in Hyde Park and raised 
£462.00 in memory of Annie. 

down from Helena, my  
sister who had SMA.
On the very top we had mint tea and  
sandwiches in a little cabin, that was so short 
that you could only sit down in it. On the way 
down the weather was absolutely horrible. The 
hailstones felt like people throwing needles at 
your face! When we got down I was glad to be 
in the warm again!!!
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Our brave supporters have continued to take the plunge, travel the world and scale new 
heights for us raising much needed funds! Our 2009 massive 450ft abseil down Guys 
Hospital raised over £13,500, beating the previous year’s total. We have also continued 
to have a strong presence at all major road races, including the London Marathon,  
London 10k, Great South Run, and even as widely as the Paris and Chicago Marathon. 

We have had more participants than ever take part in overseas challenges for us, includ-
ing cycling London to Paris, Paris to Geneva, finding the Lost City in Peru, and cycling 
tour of Vietnam, so far raising just under £10,000 - with still more to take part over the 
upcoming months. 2010 brings lots of new, exciting events as well as continued oppor-
tunities to raise funds for The Jennifer Trust whilst having an experience of a lifetime!

Guys Hospital Abseil, London – 29th & 30th May 2010

Guys Hospital Abseil, London – 29th & 30th May 2010
Scale new heights for charity for the last time! Guys Hos-
pital Tower stands at an impressive 450ft high – the tallest 
abseil in the country. This is the last year that this abseil will 
be possible. Guys Hospital Tower is a noticeable feature on 
the London skyline, standing taller than the London Eye, so 
this is a real challenge that will leave you with a huge sense 
of achievement.

Registration fee: £30      Recommended sponsorship: 
£200

Tandem Skydiving –  
throughout the year

Take the plunge for The Jennifer 
Trust and have an experience of a 
lifetime whilst raising valuable funds. 
There are various jump sites across 
the country, and the date is flexible 
to suit you. By raising the minimum 
sponsorship your skydive is  
completely free. 
Registration: £70       
Minimum sponsorship: £395

Birmingham to Oxford cycle ride –  
4th July 2010

Join us for our 7th year of the Midland’s 
biggest bike ride through the beautiful 
Warwickshire and Oxfordshire country-
side. Last year over 600 people joined us 
for our exclusive 70 mile bike ride, raising 
over £15,000 between them. Help us beat 
that this year and take the Birmingham to 
Oxford Challenge.

Registration fee: £30       
Recommended sponsorship: £200

Big Fun Runs

London 10k road race – 11th July 2010

Join ‘Team Jennifer’ for this iconic 10k road race 
which is returning for its 10th year - bigger and 
better than ever! Starting at Hyde Park Corner, the 
route will take you past many of London’s most 
famous landmarks, including Buckingham Palace, 
St Paul’s Cathedral, The London Eye and Houses 
of Parliament, finishing along Whitehall near 
Trafalgar Square.

Registration fee: £30 
Recommended sponsorship: £150

Venues include:
 
Middlesbrough (Albert Park)
Sat 31st Jul 2010 
Leeds (Roundhay Park) 
Sun 1st Aug 2010 
Liverpool (Sefton Park) 
Sat 7th Aug 2010   
Sheffield (Rother Valley 
Country Park)  
Sun 8th Aug 2010 
Derby (Darley Park) 
Sat 21st Aug 2010 
Norwich (Whittlingham Estate) 
Sun 22nd Aug 2010 
Cardiff (Bute Park) 
Sat 4th Sep 2010    
 

Being 5km long and being staged in scenic parks, 
the runs are 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! 

Do it For Charity Series Runs 

No previous experience is required for this event and with
a bit of training the 5km distance should easily be within 
your capabilities. The spirit of the event is ‘taking part’ not  
‘winning’ so you can run, jog, walk or roll – you decide!

Leicester (Abbey Park) 
Sun 5th Sep 2010 
Coventry (Memorial Park) 
Sat 18th Sep 2010  
Milton Keynes (Willen Lake) 
Sun 19th Sep 2010 
London (Victoria Park) 
Sat 25th Sep 2010   
Watford (Cassiobury Park) Sat 
2nd Oct 2010 
Slough (Black Park) 
Sun 3rd Oct 2010    
Southampton (Southampton 
Common) Sat 9th Oct 2010 
Maidstone (Mote Park) Sun 
10th Oct 2010

Registration Fee
Adult: £8
Under 18 and
over 65: £5

Minimum
Sponsorship: 
£100 

Super Hero Run 5k

Heaton Park Manchester 
Sunday 26th September 
2010  
Regent’s Park, London
Sunday 13th June 2010

Santa Run 5k

London, Greenwich Park
Sunday 5th December 2010

Registration fee: £20 
Minimum sponsorship: £100

Plus don’t forget the overseas 
adventures including; 
Great Wall of China,  
Everest Base Challenge,  
Vietnam Cycle Tour, London 
to Paris Cycle Ride. These are 
but a few of the many  
challenges on offer. Please 
contact the Fundraising Team 
for further information and to 
book a place.
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Fundraising events to look out for in 2010



Involving 
patients and public 
in clinical trials

The Genetic Interest Group, GIG, an alliance 
of over 130 member organisations, provides a 
focus and a voice for a diverse range of groups 
and individuals. At the GIG AGM in November, 
Dr Sue Pavitt, Director of the Comprehensive 
Health Research Division Clinical Trials Unit at 
the University of Leeds gave a presentation on 
involving patients and public in clinical trials. 
Despite the differences between the groups 
represented at GIG, this was clearly an area of 
shared interest and common goals.

Clinical trials are not new, and Dr Pavitt gave several 
interesting examples. There is archaeological and his-
torical evidence to suggest that the ancient Egyptians 
attempted this kind of research. In 1537 Ambroise 
Pare carried out a clinical trial of a mixture of turpen-
tine, egg yolk and rose oil to promote wound healing. 
Perhaps the best known is the work of one Dr Lind in 
1747 who undertook trials using lemons and limes to 
prevent scurvy. 

Although recent in comparison, the University of 
Leeds has had a Clinical Trials Research Unit for over 
20 years, and plays a crucial role in strengthening 
the links between clinical research, the pharmaceuti-
cal and related industries, clinicians, academics and 
patients. It also helps to ensure that the findings com-
ing out of clinical research are translated into practical 
medicine and of tangible benefit to service users. 

Although rare diseases vary enormously in their 
presentation and implications for the people who live 
with them, there are trials which are relevant to many 
of them, regardless of their intrinsic differences. For 
example, trials about retro-viral delivery systems will 
have applications for future gene therapies  for a wide 
variety of different genetic disorders. 

Research should be carried out `with and by` patients, 
not merely `about` them. Involving patients and public 
(who may be carers, family members or potential 
patients) is useful during every part of the Clinical Trial 
cycle.

Dr Pavitt gave examples of practical pointers patients 
had given about the practicalities of running trials. Pa-
tient representatives on a trial involving Senior Citizens 
highlighted that consideration of the times when bus 
passes could be used for public transport and running 
clinical appointments to accommodate this constraint, 
led to a logistically designed trial that would improve 
trial participation. Involving patients also highlights the 
fact that sometimes their expectations and aspirations 
may differ significantly from those of the researchers. 

This was illustrated in an example in oral cancer, where 
researchers and clinicians talked about a 5 year survival 
rate, whereas this was of secondary importance for 
patients who felt that high level functioning (being able 
to eat and talk), and appearance, were more important, 
even if this meant a shorter survival time.  

When patients` views are valued and respected, and 
they are able to contribute at every stage, there are 
benefits to both sides. Scientists and clinicians working 
together with patients and their carers and representa-
tives are able to construct research trials that patients 
and public are willing to partake in, where the pro-
gramme design is practical, carrying out the research 
is achievable, and delivers meaningful results. In Dr 
Pavitt`s Unit, patients are given support and information 
about what is expected of them and how they can  
contribute. They are also provided with practical  
assistance where necessary. (Trials involving young 
parents for instance would factor in the provision of a 
crèche.) 

Everyone at the meeting represented a user group 
whose individual members have the potential to be 
involved in clinical trials. We all came away with a much 
clearer idea of what is involved in the setting up of this 
kind of research. Most of all, the presentation empha-
sised how important it is to combine the knowledge, 
experience, insight, and practicality of patients and 
public with the specific knowledge, expertise and inter-
est of scientists, industrialists and other stakeholders, to 
achieve the best possible outcomes. 
 

Top: Hugo and his owner
Below: Snuggling down 
to sleep

Hugo’s Hope is a project which 
is close to my heart. It’s aim is to 
provide a handmade, personalised 
soft toy named Hugo for children 
living with a life-limiting illness. 

At fourteen I developed an illness 
which left me unable to walk. I began 
to research how other children and 
young people are affected by illness, 
including those whose lives are af-
fected by Spinal Muscular Atrophy. 
Their stories were difficult, some heart 
breaking, but so courageous and 
inspiring. I wanted to use my knowl-
edge and turn it into something good, 
something that would offer support for 
children and their families.

I designed and made a soft toy named 
Hugo the Mouse. Hugo is handmade 
and was created as a companion for 
children to take with them into hospital 
as a friend to comfort them whilst they 
undergo tests, treatment or overnight 
stays. 

One of the things which makes Hugo 
special is that each mouse is unique 
to the child that receives one. Hugo 
is hand-stitched with special words of 
love and support chosen by the child’s 
family. Each mouse wears his own 
personalised hospital bracelet with the 
child’s name, and comes with his own 
outfit. Due to the fact that Hugo is 
handmade, and therefore time con-
suming to make, not every child that 
applies is guaranteed to receive one. 
However I hope to be able to provide 
as many children as possible with their 
own Hugo free of charge.

To a child, Hugo could be a friend to 
share secrets and dreams, worries 
and fears. He is a symbol of love and 
courage; a gift of hope.

To be able to do something to help 
children who are unwell has been my 
ambition for a while. So many of our 
dreams at first seem impossible, but 
it’s my wish that Hugo’s Hope will 
continue to be successful allowing me 
to make a small but significant differ-
ence to many more children’s lives.

If you know a child who you think would 
like to receive their own handmade, 
personalised Hugo the mouse then please 
visit the website and refer a child. www.
wix.com/hugoshope/Hugo
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Hugo’s Hope
by Sarah Kidd
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Royal College of Surgeons of Edinburgh October 5 & 6, 2009

The conference successfully met its aim of 
providing an opportunity for scientists to 
present their work, meet one another and 
exchange ideas, and to facilitate collabora-
tions within the SMA scientific community.   
Being a relatively small group, many par-
ticipants have met and collaborated in the 
past, and the conference allowed for time 
to catch up and discuss ongoing projects.  
New attendees benefited from meeting 
the well-established key players in the 
UK.     The poster display covered a variety 
of topics (see list below) and more time was 
made available for poster viewing by serving 
a snack lunch which allowed delegates to 
circulate during that time.

The two guest speakers – Professor Eu-
genio Mercuri and Dr Margarida Carvalho – 
were  recipients of grants from SMA Europe 
in its first year of grant giving.    We look 
forward to hearing about their progress.  

Once again the Sponsors jointly funded an 
award given to the best presentation by a 
PhD or post-doctoral student.  This year’s 
winner was Dirk Baumer of Oxford University 
for his platform presentation titled “Alter-
native splicing events are a late feature of 
pathology in a mouse model of SMA”.  His 
award is a £1,000 contribution towards the 
cost of attending the 2010 FSMA confer-
ence, to be held in Santa Clara, CA USA.

The conference evening gathering opened 
with a speech from SMA Trust Trustee, Cas 
Knight, who touched on his personal per-
spective of how SMA has affected the life of 
his family, after the diagnosis of his son Ben.  
Many researchers later commented that 

hearing the direct impact their work has on 
families was both inspiring and motivating.  

The evening guest speaker was Professor 
Richard Ribchester who told us about the 
new Euan MacDonald Centre for Motor 
Neuron Disease Research which opened 
in Edinburgh in August.  The night ended 
with a ceilidh, which was the social high-
light of the conference and much enjoyed 
by all.

A collective thank you was given to both 
charities for their assistance, both financial 
and administrative, in facilitating this op-
portunity to share and network among UK 
scientists interested in SMA, along with a 
special thank you for the continued fund-
ing of projects.     

Overall this conference was thought to be 
a success.  Many thanks were given to our 
hosts Tom Gillingwater and the team from 
the University of Edinburgh who provided 
considerable assistance. 

Jessica O’Hagen
SMA Trust October 2009

Guest lecturer:  Eugenio Mercuri from 
the Catholic University, Rome, talked about 
clinical trials and outcome measures. There 
have been problems in the past with poor trial 
design, difficulties with multi-centre studies, 
and lack of agreement between participat-
ing countries. One of his key points was that 
outcome measures should be directly related 
to function and not simply to scientifically 
measurable differences. 

Guest lecturer:  Margarida Gamma-
Carvalho from the University of Lisbon talked 
about post-transcriptional control of gene 
expression as a novel target for SMA thera-
peutics. She suggests that by reducing RNA 
degradation smn production will increase. 

Dirk Baumer from the University of Oxford 
talked about alternative splicing events as 
a late feature of SMA pathology in a mouse 
model. He observed delayed developmental 
changes and a striking reduction in the neural 
stem cell population in the spinal cord of SMA 
mice. These results have important implica-
tions for potential treatment methods in the 
future.

Paul Skehel, from the University of Ed-
inburgh gave evidence to suggest that in 
addition to a structural role, VAP proteins 
within the endoplasmic reticulum (ER) have a 
regulatory function by modulating the activity 
of an ER stress-inducible promoter. 

Lyndsay Murray from the University of Edin-
burgh outlined the pre-symptomatic develop-
ment of lower motor neuron connectivity and 
showed evidence that abnormal neuron mor-
phology is not a pre-requisite for pathological 
changes associated with the SMA phenotype 
in a mouse model system. 

Glenn Morris from the University of Keele 
presented a brief review of developments in 
SMA therapeutics following the National In-
stitute of Neurological Disorders and Strokes 
(USA) translational research program in 2004 
to accelerate SMA treatments. 

James Sleigh, from the University of Ox-
ford, outlined the use of invertebrate model 
systems in research into loss of function. 
C. elegans (nematodes) and Drosophila (fly) 
models helped to improve understanding of 
disease pathology.

Raffaella Willman from TREAT NMD (Uni-
versity of Basel, and Santhera Pharmaceu-
ticals) outlined the reasons behind the need 
to standardize the approach to pre-clinical 

research in order to facilitate the development 
of new drugs. She called for collaboration 
within the scientific community. 

Debra Shaw from the University of Exeter 
gave a presentation on her research on 
SMN236 protein within a Drosophila model 
system. She found that SMN236 alone could 
change neuromuscular junction morphology, 
could double the neuromuscular length in 
vivo and could compensate for the loss of 
smn in the dSmn fly model organism. 

Kevin Talbot from the University of Oxford 
outlined the overlap between SMA and 
ALS in the context of oxidative stress and 
between mechanisms underlying smn protein 
deficiency. His data suggests that smn defi-
ciency increases phenotypic severity of the 
disease in ALS mice and point towards smn 
as a genetic modifier. Development of SMA 
therapies may also be useful for ALS patient 
therapy. 
 
Judith Sleeman from the University of St 
Andrews showed that smn protein is a key 
regulator of neural cell nuclei.  Smn may be 
an essential component of neurite outgrowth 
and low levels of smn may compromise neu-
ral specific function.

Philip Young from the University of Exeter 
presented some new findings on the smn-
transport complexes in a human neuroblas-
toma cell line. His data suggests that smn 
and Gemin complexes are involved in axonal 
transport of mRNAs and implicate sub-cel-
lular trafficking of mRNA in part of the SMA 
phenotype.

Gareth Miles from the University of St 
Andrews examined the rhythm and intensity 
of motor neuron firing in mice. Modulation 
of this activity was found to be mediated by 
input from cholinergic interneurons within 
the spinal cord, particularly from a sub-set of 
them close to the central canal, which were 
related specifically to locomotor activity. 

Heidi Fuller from the University of Keele 
used the iTRAQ labelling technology and 
mass spectrometry to compare protein com-
ponents in the whole proteome of an SMA 
patient-derived cell line following treatment 
with and without HDAC inhibitors.

By Max Huxham
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Overview of the UK SMA 
Researchers’ Conference

2009 marked the 6th gathering of UK SMA Researchers – and a few from overseas as well.   
Fiftyfour people attended, including fortynine from the research community and five from the two 
sponsoring organisations – The Jennifer Trust and The SMA Trust.   Every UK centre involved with SMA 
research was represented.  The extent of expertise and fields of interest were impressive ranging from 
clinicians to scientists specialising in proteomic work, neuromuscular junction vulnerability and  
alternative splicing events.  

Overview of Research Lectures

19

Poster Displays

Identification of a novel smn 
binding protein
Mara Almeida et al, 
MRC Functional Genetics Unit, 
Oxford

Efficient transduction of the 
spinal cord with integration-
deficient lentiviral vectors
Ahmed Sgo et al
Royal Holloway & Kings  
College, London

Apolipoprotein E genotype 
influences degenerative and 
regenerative events in the 
periferal nervous system.
Laura Comley et al
University of Edinburgh

Investigation into alternative 
splicing changes in human 
SMA fibroblasts
Adya Misra et al
University of Newcastle

Regionally selective brain 
pathology in a mouse model 
of the childhood motor neu-
ron disease SMA
Jack Huang et al
University of Edinburgh

Restoration of smn protein 
levels in mild SMA mice 
ameliorates SMA phenotype
Ke Ning et al
University of Sheffield

Analysis of the smn gene 
promotor: effects of histone 
deacetylase inhibitors on 
histone acetylation, expres-
sion and DMA methylation.
Eva Zapletalova et al 
University Hospital Brno, Czech 
Republic

“Mandibular function in 
children with Spinal Mus-
cular Atrophy type II:clinical 
aspects”
HW van Bruggen, MH Steenks, 
A de Wijer
Department Oromaxillofacial 
Surgery and Special Dental 
Care, University Medical Centre 
Utrecht, Utrecht, Netherlands                                                                  



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. 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
!

C
o

n
ta

ct
 &

 S
u

p
p

o
rt

20

giftaid it

I would like to support the work of
The Jennifer Trust...

Please print clearly in BLOCK CAPITALS and  
remember to sign and date this form

Gift Aid means that for every pound
you give, we receive an extra 28p from
the Inland Revenue, helping your gift 
go even further

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

 
I am interested in helping The Jennifer Trust. Please send me:

 Information about making a regular donation by Direct Debit

 Information on fundraising

 Information about making a gift in my will

 Information on Angel Funds/Tribute Funds

 Ways in which my company can support the work of the Trust

Please return to:
The Jennifer Trust, FREEPOST MID 22097
Stratford Upon Avon CV37 0BR
t: 01789 267520  f: 01789 268371  w: www.jtsma.org.uk

Name

Address

Daytime Telephone Number

Email Address

        Please accept my cheque made payable to The Jennifer Trust

Amount enclosed

 Please debit my:
 
MASTERCARD / VISA / SWITCH / DELTA / JCB / SOLO
(please delete as appropriate)
Sorry we are unable to accept American Express, Electron or Diners cards.

Card number

Start date                                        Expiry date

Issue no                        (debit cards only)

and the last 3 digits on signature strip on reverse of your card.
Card in the name of

Amount to be debited

Signature

                                            

   Date


