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Staying in touch in 2012
 
This year we plan to stay in touch in March, May, July and November via 
our E-Newsletter. If you would like to be kept up to date with Trust news 
and information, please sign up via the link on our website. Please also 
remember to notify us if you change your email address by contacting 
office@jtsma.org.uk
Our next issue of Inspirations will be published in September and will include 
a copy of our Annual Review 2011–12. If you are willing to receive your copy 
electronically this will help our funds go further and help the environment 
too. To switch to electronic mailings email office@jtsma.org.uk

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

Welcome to the latest issue of Inspirations. 

We are at the start of a new year, 

traditionally a time for making new 

resolutions and setting new goals. We are 

putting the finishing touches to our new 

strategy which will set out our priorities for 

2012 and beyond. 

Campaigning on important issues is something 

we know a lot of you are keen to see us get 

involved with; there is more on this in this 

issue. As part of our strategy we will develop 

strategic partnerships with other organisations 

and strengthen existing partnerships to make 

our collective voices heard and to benefit our 

members. 

There is much happening in research, and 

some very promising progress has been made. 

The Jennifer Trust has an important role to 

play as a link between the researchers and 

families and we are looking at ways to bring 

the research community and our membership 

closer together. Our Research Correspondent, 

James Sleigh, will continue to report on 

news from the SMA research community  

throughout 2012, keeping you up to date with 

research developments through our website, 

E-newsletter and Inspirations magazine.  The 

new Jennifer Trust funded Curator for the 

TREAT-NMD SMA patient registry will be in 

post early in 2012 and we are very pleased to 

be funding this position. Patient Registries are 

important for identifying patients for potential 

trials and collecting information about patients; 

with the development of potential therapies and 

treatments this is vital.

Our greatest challenge is finding the money to 

fund the work we need to do. We are grateful 

to every one of you who has supported us in 

2011, be it through sponsored events, regular 

monthly donations  or buying raffle tickets and 

Christmas cards.  THANK YOU. Your continued 

support is greatly appreciated. Together we can 

make a difference and continue to provide help 

for today and the hope for tomorrow. 

With my best wishes for 2012

Heather Brown

General Manager

Diary DatesInspirations is the Jennifer Trust’s magazine.  We are always interested in 
your comments and welcome potential contributions for future editions.  We 
reserve the right to edit material 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 Campaigns 
News of some of the latest campaigns that  
you might want to get involved in, and 
Susanna Nicholls tells us about her own 
campaigning experiences

Genetic Alliance  
A round up of the work of key partners, 
Genetic Alliance UK, and a look at the 
importance of the relationship we have 
with them
 
Consultations
Find out about our communications with 
other organisations to ensure that the SMA 
Community is represented 

Living with SMA
A look at Sam’s exciting new sporting pursuit, 
Boccia – a target ball sport that has taken 
him all over Scotland, and may one day take 
him even further. Watch out Paralympics!

Fundraising
Paul and Suzanne Burdis tell the story of 
Paul’s exhilarating skydive for Ethan. Also, 
we inspire you with some fundraising ideas

Events
Take a look at our programme for 2012. 
Are you up for a challenge?

Thanks to
An overview of the brilliant supporters who 
have been involved in a variety of fundraising 
activities over the past few months

Research
Have a look at the report from the 8th Annual 
UK SMA Research Conference

SMA Scientist Q&A
A chat with Tom Gillingwater, SMA researcher, 
about his life and the realities of being a 
scientist

Publications
Our books are on sale now – take a look!
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Gowrings Mobility Roadshow   
Tues 31st Jan - Thurs 2nd Feb 2012 
Imperial War Museum, Duxford      
http://www.gowringsmobility.co.uk/events/

Charity Wedding Dress Ball      
Saturday 18th Feb 2012 
The Midland Hotel, Bradford 
Organised by one of our families, this is 
your chance to wear your wedding dress 
again, or just an excuse to get dressed up 
in any fancy gown and raise funds for JT 
and Manorlands Hospice! Tickets are £40 
to include 3 course meal, champagne on 
arrival, wine on the table, live entertainment, 
and many fabulous raffle prizes! 
www.charityweddingdressball.co.uk

Gowrings Mobility Roadshow  
Tues 28th Feb - Thurs 1st March 2012 
The Museum of Naval Firepower, Gosport  
www.gowringsmobility.co.uk/events/

Kidz in the Middle  
Thursday 29th March 2012 
Ricoh Arena, Coventry 
This free event attracts over  100 exhibitors 
offering advice and information on funding, 
mobility, seating, beds, communication, 
access, education, toys, transport, style, 
sensory, sports and leisure and much 
more. Running alongside the event is a 
programme of FREE seminars for parents 
and professionals. 

For further information and updates as plans 
progress you can also visit the website 
www.kidzexhibitions.co.uk   (Dates of Kidz 
South and Kidz Up North below)

Middlesbrough Transporter Bridge 
Abseil   
Sunday 29th April 2012 
For the first year, Jennifer Trust is hosting 
an exciting 160ft abseil from this iconic 
structure! Climb to the top of the Transporter 
Bridge, and then abseil down over the River 
Tyne! Registration fee is £20 and aim to raise 
as much sponsorship as possible. Contact 
fundraising@jtsma.org.uk for more info.
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Naidex Tues 1st – Thurs 3rd May 2012 
NEC, Birmingham 
Free exhibition with information stands, 
products and seminars. To register your interest 
or view a list of exhibitors visit www.naidex.
co.uk 

Kidz South  Thursday 14th June 2012  
Rivermead Leisure Complex, Reading 
www.kidzexhibitions.co.uk

The Mobility Roadshow Thurs 21st – 
Sat 23rd June 2012 East of England 
Showground, Peterborough  
This roadshow provides an opportunity to gain 
a wealth of information and advice on mobility 
equipment and vehicles, view a range of 
vehicles with a variety of adaptations, and test-
drive vehicles as a driver or passenger. 

For more information visit the website www.
mobilityroadshow.co.uk

Paralympic Sports/London 2012  
Wed 29th August – Sun 9th Sept 2012 
The Paralympic programme features 20 sports 
including archery, athletics, boccia, cycling 
(road and track), equestrian, football, goalball, 
judo, powerlifting, rowing, sailing, shooting, 
wheelchair basketball, fencing, rugby and 
tennis. For more details visit www.london2012.
com/paralympic-sport

Earls Court Abseil   
Saturday 1st September 2012 London 
This is a brand new abseil at one of London’s 
most iconic venues.  This exciting 90ft abseil 
takes you down the front of Earl’s Court, and 
provides great views of London! Registration 
fee £20 and aim to raise as much sponsorship 
as possible! Contact fundraising@jtsma.org.uk 
for more info.

The Bell Tower Abseil  Sunday 30th 
September Trafford Centre, Manchester 
NEW! We are joining this abseiling mega day 
down The Bell Tower in the Trafford Centre! 
The abseil is a massive 200ft, and has a 
commanding view of Manchester, the Peak 
District and Cheshire! Registration fee £20 and 
aim to raise as much sponsorship as possible. 
Contact fundraising@jtsma.org.uk for more info.

Kidz up North Thursday 29th November 
2012 Reebok Stadium, Bolton 
www.kidzexhibitions.co.uk

20
Front cover: Paul Burdis jumping for Ethan 
(see story page 10)
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Campaigns

4 5

At the Jennifer Trust we are often involved in supporting an individual or family to access 
services and entitlements to enable them to manage their day to day lives. All too 
often it is a long and hard fought battle and all too often it is clear that the services and 
entitlements on offer are just not ‘good enough’. 
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Earlier this year, a review of children’s heart 
services in England by a Joint Committee of 
Primary Care Trusts (JCPCT) recommended 
that Royal Brompton’s cardiac surgery for 
children should stop.  Susanna Nicholls, 
parent of Daniel who has SMA Type 1, ex-
plains why she strongly disagrees with this 
recommendation and how it prompted her 
to take action.  

The proposal to stop paediatric heart surgery at Royal 
Brompton Hospital will have serious implications for 
the future of provision of services for children with 
conditions such as Spinal Muscular Atrophy, Cystic 
Fibrosis, severe Asthma and other severe conditions 
- not only in London but 
also across the South 
East. If the planned 
changes go ahead, the 
Paediatric Intensive Care 
Unit (PICU) and paedi-
atric anaesthesia would 
become unviable at the 
Royal Brompton; children 
requiring complex proce-
dures would need to go 
elsewhere and change of 
this magnitude could im-
pact staff motivation and 
have serious implications 
for their research work.  

To say that I am worried 
is an understatement. 
Like all children with SMA, 
Daniel has a long list 
of consultants, medical 
professionals and therapists whom he sees regularly, 
but it is the respiratory team at the Brompton who 
have made the difference. They saved Daniel’s life 
just over a year ago and they have provided sup-
port for our local hospital staff when Daniel has been 
ill with chest infections.  The main reason why I did 
not hesitate with Daniel’s gastrostomy operation was 
because I knew that he was at the right place with the 
right medical staff.   The respiratory team is such a big 
part of our support network and I just cannot sit down 
quietly and let the service be destroyed.

I first heard about the plans when we received a letter 
from the Brompton explaining how other services 
would be affected by the ceasing of paediatric heart 
surgery.   I felt so strongly about it that I decided to 
attend a consultation event in London.  It was the first 
time I’d ever been to anything like that and when I got 
there I felt a bit overwhelmed and underprepared.  I 
asked a question, but it was not answered. Because 
of this I attended a second consultation event which 
was held at Gatwick and this time I went prepared 
with my questions.  I specifically asked what kind of 
impact analysis had been done in respect of respirato-
ry services.  We were told that an independent panel 
had been set up to look at respiratory services.  I then 
asked how I could feed into this panel and the answer 
shocked and angered me:  we were told that the 
panel was not something which parents or patients 
would be able to contribute to!

In July, Royal Brompton & Harefield NHS Founda-
tion Trust was granted permission for a judicial 
review of the consultation and on November 7th 
2011, Mr Justice Owen concluded that the original 
consultation on the review of children’s heart 
surgery was unlawful.  You can find full details and 
background information on the hospital’s website.  
However, this is not the end of the process; a final 
decision on the configuration of future services is 
due to be made by the JCPCT next spring and 
these services at Royal Brompton remain under 
threat.

Meanwhile, a group of parents, whose children are 
seen by the respiratory team at the Brompton have 
set up a website to inform and increase under-
standing about the potential impact and knock-on 

effects of stopping paediatric heart surgery, particu-
larly for respiratory patients.  This site has links to 
letters and to BBC reports and also explains what 
everyone can do to help the campaign. 

As Daniel’s mother I am not asking for preferential 
treatment for children like him. All I ask is that we 
are being listened to and that we have the same 
opportunities to take part in a detailed consulta-
tion into the care that our children receive, which is 
something that we have been denied from day one. 
Until that has been done, all services at the Bromp-
ton must stay intact.  If, like me, you feel strongly 
about this issue, please support the hospital by 
visiting the websites below and adding your voice.

Royal Brompton & Harefield NHS Foundation  
Trust website:  

www.rbht.nhs.uk/about/safe-and-sustainable

Save Respiratory Care @ Royal Brompton website:

www.bromptonrespar.co.uk

If any readers are able to devote an hour of 
their time to help save paediatric services at 
Royal Brompton, please e-mail members@
rbht.nhs.uk and someone will get in touch to 
explain how you can help.  

Thank you.

Fast Forward
Whizz-Kidz are calling on the Government to Fast 
Forward reform of NHS wheelchair provision for  
disabled children and young people.
http://www.whizz-kidz.org.uk/fastforward/
Inclusion and Participation 

SCOPE are running several campaigns under this 
banner, including education, retail facilities and raising 
awareness of disabled children in books and literature. 
http://www.scope.org.uk/campaigns/inclusion-
and-participation

Pounds for Parents
This three year campaign aims to improve take up of 
benefits and other forms of financial support for families 
with disabled children. Contact a Family wants families 
to talk to the media about the additional costs of raising 
a disabled child and help people understand what life is 
like for families of disabled children. 
http://www.cafamily.org.uk/campaigns/ourcam-
paigns/poundsforparents.html

Social Care and Benefits
Scope is working with other organisations campaigning 
to defend the key rights and entitlements of disabled 
people.
http://www.scope.org.uk/campaigns/social-care-
and-benefits

Stop the DLA Take Away
Some of the UK’s most severely disabled and sick 
children and their families are being denied financial 
help when they need it most. A child’s Disability Living 
Allowance (DLA) is stopped after 84 days in hospital 
and subsequently the parent’s Carers Allowance is sus-
pended. Contact a Family is calling for the rules to be 
scrapped and are asking that people e-mail their MPs.
http://www.cafamily.org.uk/campaigns/dlatakea-
way.html 

Trailblazers
The Muscular Dystrophy Campaign has set up net-
works of young disabled people who work together 
on a national and local level to highlight and address 
issues that are important to them. For example, they are 
currently investigating access to cinemas around the 
country. Join them and become a ‘Trailblazer’.
www.muscular-dystrophy.org/trailblazers

An A – Z of some campaigns that may be of interest 

S
u

p
p

o
rt S

ervices

We endeavour to identify and communicate the 
range of campaigns, consultations and surveys that 
may be relevant to our wide-ranging membership 
affected by SMA. In addition, as an organisation, the 
Jennifer Trust adds our collective voice to relevant 
campaigns. In the following pages we introduce 
some of the current campaigns that you may wish to 
join. We will continue to alert you to new campaigns 
via our website front page. 

If you have the energy, participating in campaigns 
can make a real difference to service provision and 
development. But it’s not just about services. You 
may be all too familiar with how difficult it can be to 
get around in a wheelchair and how many places 
are still inaccessible. You may have come across 
people who have negative attitudes towards disabled 
people. Campaigning on specific issues that impact 
on your lives can make a real difference. 

Action for Access
This campaign, led by Leonard Cheshire Disability, is for 
an accessible UK. Disabled people are being urged to 
survey shops, services and transport, and then share 
findings on the Action for Access website.
www.actionforaccess.org  
 
Campaigns Action Groups
Campaigns Action Groups (CAGs) are groups of disa-
bled people who come together to campaign on issues 
that affect them in their local communities and everyday 
lives. Group members run the CAGs and decide what 
they campaign on.
Find out if there is a CAG in your area:
James Harding, Local Campaigns Officer - 07738 329 
196 or james.harding@LCDisability.org

Campaigns Muscle Groups
As part of their wider ‘Building on Foundations’ cam-
paign work, The Muscular Dystrophy Campaign (MDC) 
has set up these regional groups and invites people to 
join the fight for improved neuromuscular services and 
access to specialist care.
http://www.muscular-dystrophy.org/get_ 
involved/campaigns/campaign_muscle_groups

Disability Discrimination
This can be an everyday experience for people. Scope 
campaigns with other organisations to address these 
issues.
http://www.scope.org.uk/campaigns/ 
disability-discrimination 

Every Disabled Child Matters (EDCM) 
EDCM is a consortium campaign founded in September 
2006 by four of the leading organisations working with 
disabled children and their families: Contact a Fam-
ily, the Council for Disabled Children, Mencap and the 
Special Educational Consortium. Between them, the 
campaign partners represent over 770,000 disabled 
children and young people in the UK. EDCM continues 
to campaign to raise the political profile of disabled 
children and their families within central and local gov-
ernment.
http://www.edcm.org.uk/campaigns-and-policy

Campaigns - a Parent’s Perspective
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The new NHS

Last year we were extremely busy responding to 
government consultations relating to the Equity & 
Excellence White Paper regarding the proposed 
changes to the NHS in England. These preceded the 
Health and Social Care Bill, the largest shake up of 
the NHS since it began. We are very keen to ensure 
that patients affected by genetic conditions receive a 
fair deal in the newly organised service. 

Since June last year, there have been umpteen 
consultation documents from the Department of 
Health about this reorganisation. Each document 
focuses on a specific aspect of change, such as the 
pricing of medicine or patient choice and information. 
Very few patient organisations of any size have 
managed to input across the board to the deluge 
of consultation documents and now legislation. In 
contrast, we have responded to each consultation 
to ensure that the views of patients with genetic 
conditions are represented in the briefings at every 
stage.

Since the Bill reached Parliament, we have tracked its 
progress closely and have submitted regular briefings 
on issues such as advocacy for patients with 
complex care needs and the future organisation and 
funding of specialised care in the NHS. Alongside 
these core issues, satellite debates have popped 
up around the issue of impartial counselling around 
the termination of pregnancy, which we have also 
contributed to.

The Health and Social Care Bill is still a long way from 
Royal Assent, but this has not stopped the process 
of change starting within the NHS. Indeed, as soon 
as proposals for GP commissioning were announced, 

Many of you will have seen the article last 
year in this magazine about The Jennifer 
Trust for Spinal Muscular Atrophy taking part 
in a project designing route maps for rare 
conditions, project-led by Genetic Alliance 
UK.  As a follow-up to this I’d like to take the 
opportunity to tell you a bit more about the 
work of Genetic Alliance UK and how the 
support of charities, such as The Jennifer 
Trust, is so crucial to the work that we do.

Genetic Alliance UK was founded over 20 years ago 
and has grown to become the national charity of 150 
patient organisations, supporting all those affected by 
genetic conditions. Our aim is to improve the lives of 
all people affected by genetic conditions by ensuring 
that high quality services and information are 
available to all who need them. We strive to achieve 
this through our mission which has three aspects:

•	 Supporting: We seek to raise awareness of 
genetic diseases and improve the quality of services 
and information available to patients and families.

•	 Campaigning: We actively campaign on issues 
of policy and practice to influence governments, 
policy makers, industry and care providers such as 
the National Health Service.

•	 Uniting: We provide a united voice for all those 
affected by genetic conditions, enabling us to work 
together towards a common goal of making life 
better for patients and families at risk.

In practice, this means that we work to get patients’ 
views heard by decision and policy makers both at 
an international and national level.
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PCT staff started to jump ship and GP consortia 
started to form. Of course the GP Consortia are now 
Clinical Commissioning Groups (CCGs), and we 
haven’t even begun to run the health service in this 
new way. This is indicative of how much is changing 
at a fast pace.

We felt that we could not focus solely on political 
issues and ignore the changes already taking place, 
so we identified a number of areas that we needed to 
influence in the shadow of the Health and Social Care 
Bill’s progress through Parliament.

The NHS Commissioning Board (NHS-CB) will be 
the organisation which leads health care delivery 
in the new NHS. NHS-CB will directly commission 
some services, including specialised services, and 
will lead and support CCGs as they commission 
services for their patients. NHS-CB was established 
in October this year after proposals for its design 
from Sir David Nicholson, the chief executive of the 
NHS. We engaged in detailed correspondence with 
Sir David following his proposals, and are reassured 
by his responses. You can read this dialogue on the 
policy pages of our website. NHS-CB will go live in 
April 2013.

As the new structures form, the old structures are in 
transition ready for April 2013. This transition phase 
is important for a number of reasons. Most important 
is continued care 
delivery during this 
phase; but during 
this transition it is 
clear that culture is 
changing and best 
practice is being 
laid down, and we 
wish to influence 
this process as much as possible. We are pleased 
therefore, that the Director of Genetic Alliance UK, 
Alastair Kent, is vice-chair of the Specialised Services 
Patient and Public Engagement Steering Group.

The ten Strategic Health Authorities in our current 
NHS are clustering into four regional groups: North, 
Central, South and London, in advance of the final 
conglomeration into the NHS-CB. One of the reasons 
for our support of this process is that this structure 
should reduce regional variation of specialised service 
provision such as complex spinal surgery, paediatric 
intensive care and other services that members of 
The Jennifer Trust require.

During the new commissioning year, April 2012 
- March 2013, the four clustered regions will 
commission a “minimum take” of specialised 
services. This is to bring all regions up to an agreed 
minimum level of care provision across the country. 
High quality care provision will not be lowered as 
part of this process. During this phase, a number of 
services will be provided for the first time in some 
regions.

As part of our role in Specialised Services Patient and 
Public Engagement Steering Group, we are currently 
working to make sure that all appropriate members 
of Genetic Alliance UK are named as patient advisors 
for the providers of these services during the 
transition phase. 

We have nominated The Jennifer Trust as contacts 
for complex spinal surgery, genetics, paediatric 
intensive care, neonatal intensive care and 
specialised respiratory care. 

Rare Disease UK

In 2009, through the work of Genetic Alliance UK in 
Europe, the UK government signed up to planning 
and implementing a strategy for rare diseases by 
2013. 

Recently, we have been working to ensure the 
UK government sticks to this commitment. We 
established an initiative called Rare Disease UK, 
which is a multi-stakeholder organisation comprising 
patient organisations such as The Jennifer Trust, 
researchers, pharmaceutical companies and health 
professionals. On 28th February 2011, Rare Disease 
UK presented recommendations for a rare disease 
strategy to MPs at Westminster. During February and 
March, Rare Disease UK also presented the strategy 
to the Scottish Parliament, Northern Irish Parliament 
and Welsh Assembly to ensure that a rare disease 
strategy was available to all parts of the NHS across 
the UK.

We invited patients affected by rare conditions to 
each of these events so that they could meet their 
respective Parliamentary representatives to highlight 

their personal 
experiences. The 
feedback we 
received has been 
overwhelmingly 
positive and we 
are looking forward 
to the public 
consultation on the 

rare disease strategy opening imminently.

This side of our work is particularly important to 
groups such as The Jennifer Trust as it allows them 
to concentrate on providing the best care and 
support to all of you affected by SMA, while being 
safe in the knowledge that their views are being 
represented in Parliaments around the UK. 

The dedication and level of care offered all over the 
UK by our member groups like The Jennifer Trust 
never ceases to impress us and to impress upon 
us the importance of representing patients’ views at 
national and international level.

We also work on projects that are of benefit to all 
our member groups. A great example of this is our 
current project, Route Maps for Rare Conditions. 
We are delighted to be working with The Jennifer 
Trust on this project and hope that it will become a 
valuable resource for everyone affected by Spinal 
Muscular Atrophy while also providing a template to 
other smaller support groups which want to supply 
a similar resource to their patients. If you would like 
to find out more about this project please visit www.
geneticalliance.org.uk/routemapsrareconditions.htm

If you would like to find out more about Genetic 
Alliance UK please visit www.geneticalliance.org.uk 
or contact Julian Walker on Julian@geneticalliance.
org.uk

Supporting, Campaigning, Uniting

Earl Howe, Alistair Kent, Jayne Hughes, Professor Sir John Burn & Julian Huppert MP at the Westminster Event

Authors:  
Julian Walker, 
Marketing and 
Communications Officer, 
and Nick Meade, 
Policy Analyst, 
Genetic Alliance UK
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Children’s Palliative Care

In Spring 2011, 37 events took place across 
England, designed to deepen the level of shared 
understanding of children’s palliative care.  The 
events were organised jointly by ACT* and Children’s 
Hospices UK*.  They brought together life-limited 
and life-threatened young people and their families, 
a range of health and social care professionals and 
providers, as well as community representatives, 
including faith and business leaders.  The events 
were called ‘Square Tables’ symbolising the equal 
weight and importance of all participants’ views.  One 
of our Outreach Workers, Maggie McHale, attended 
the event in Birmingham in March 2011 to represent 
our views.
A number of common themes arose from the 
discussions which informed the planning for a 
UK wide ‘Square Table’ event in London on 17th 
November 2011.  This had approximately 30 people 
around the table discussing themes, and about 200 
people in the audience who also had an opportunity 
to participate through written questions.  Maggie 
attended as an audience participant.
This event discussed in more depth the issues that 
had arisen from the regional events, covering these 
major themes:
l Awareness and language is seen as a barrier to 
accessing services
l Parents say they struggle with the current 
assessment process
l Partnership working is seen as key to ensuring 
the best outcomes for children and their families

l Workforce training and development is 
considered a priority by parents and professionals
l Parents feel support for young people making the 
transition to adulthood is lacking in some areas
l There is a greater need for support for premature 
babies and children with ventilation
l Funding and the future sustainability of children’s 
palliative care provision is a concern
Two further themes emerged during the day in 
London:
l The importance for families of having a 
dedicated, committed and knowledgeable key 
worker
l The possibility of using volunteers from the 
local community more, especially as advocates for 
families.
The event in London did not reach any conclusion 
on these issues but pledged to continue working on 
them and raising awareness throughout the health, 
social care and education sectors.  

*ACT and Children’s Hospices UK have now 
amalgamated to form ‘Together for Short Lives’.  
This new organisation is trying to influence central 
government and those with responsibility for and 
power to commission services.  As a small charity 
representing a rare condition, we think it is important 
to work with larger organisations such as these so 
that our voice can be heard at the highest levels.  
Maggie’s attendance at the ‘Square Tables’ ensured 
that Spinal Muscular Atrophy is recognised within this 
forum. 
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In this article Sam’s mum, Sue, describes her son’s 
passion for boccia and horse-riding

Boccia is a target ball sport belonging to the same family 
as petanque and bowls. It is a Paralympic sport for athletes 
with disabilities that have a major impact on motor skills. 

In June 2010 I took Sam to a disability sports day at 
Tweedbank, near Galashiels. He had a try of a few sports 
but really enjoyed the boccia (even though I had to hold his 
arm and help him bowl) 
so much that he went 
back for a second try! 

In July we were at the 
Calvert Trust in Kielder, 
Northumberland, when 
Gary Fraser, the disability 
sports manager for the 
East of Scotland gave 
a talk. We caught up 
with him afterwards and 
asked if there were any 
boccia clubs near to us 
and he told us  
Edinburgh was setting a club up and he would keep  
in touch.

Sam joined the Edinburgh club in January of this year 
(2011) and was told that he showed promise from the 
offset and should enter the Scottish nationals at Stirling the 
following month, just really for the experience. So we did!

Sam plays with a ramp (assisted device category) and had 
only been playing for 2 weeks when we went to Stirling 
where he played with a piece of roof guttering for a ramp! 
This was just a week after his 9th birthday, making him the 
youngest competitor to enter. He did very well, only missing 
out on a place in the semi-final by 1 point in a game with a 
seasoned veteran, Alan Kay from Aberdeen. Sam also took 
points from a member of the current Scotland squad.

The local newspaper featured Sam and his teammates of 
the East of Scotland Boccia Squad and sang their praises 
(see www.berwickshirenews.co.uk and search for boccia)

The championships also got a favourable mention in the 
write up for the Scottish Disability Sports website  (visit 
www.scottishdisabilitysport.com and search for Scottish 
Boccia championships)

Sam loved the experience and threw himself into practice. 
He decided he needed a proper ramp of his own, so we 
started fundraising and, with a couple of hefty donations, 
are getting near our target of £1,000 to buy Sam his own 
ramp with accessories.

The next competition was at the Wishaw Games on 13th 
of August and Sam was in good spirits as, despite not 
yet having his proper ramp, we had been loaned the old 
Scottish squad wooden ramp, which at least was a step up 
from the roof guttering!

This competition was smaller, with only 3 rampers taking 
part, so was played as a round robin. Both of Sam’s 
opponents were Scottish squad members and both were 
older than him (with proper ramps), but he kept his cool 
and beat them both to take the gold medal!! 

Just a month later, on September 17th, we were off 
again! This time to the Discovery Games in Dundee. 
There was a bigger competition field this time with 
8 players down to start. The trusty old wooden 
ramp came with us again and Sam was beaten 
into second place by his team mate Patrick Wilson. 
However, with only 2 medals to play for, Sam did 
very well to make sure our club took both medals 
home!! 

Two weeks later, on the 1st of October, we were off 
to Stirling for the Scottish Open. Sam was feeling a 
bit under the weather but he wanted to go, so off we 
went. After a tense semi final, which Sam held his 
nerve to win on a tie break, he managed to secure 
the bronze medal. He was determined not to return 
home empty handed!!

Sam has just been in hospital with pneumonia, but is 
on the mend now and as soon as he is well enough 
we’ll be back to training 
and getting ready for his 
next competition.

Sam is currently the 
youngest ramper playing 
in competition in Scotland 
and his ambition is to be 
chosen for the Scotland 
Squad and ultimately to 
play in the Paralympics.

Sam isn’t just a one trick pony 
though! His other passion is 
horses and he has been riding 
and studying horses since he 
was 3 with the Berwickshire 
Riding for the Disabled (RDA). 
He has passed Grades 1 to 4 
so far in horse care and Grade 
1 in vaulting. Sam’s team came 
2nd in the RDA Inter-club quiz 
this year, plus, after a lot of hard work 
he received his ‘Towards Independence ASDAN 
Certificate’ (Bronze).

In his spare time Sam attends Whizzkidz’ 
Ambassador Scheme and gained his Bronze 
leadership award at the residential in Edinburgh 
in the summer. He had a great time. Participants 
made buildings with spaghetti and marshmallows 
and made a film with flip cameras as well as getting 
down to the serious business of learning to be 
responsible citizens. The 2 day course ended with a 
fun karaoke night where Sam impressed the leaders 
with his wide musical knowledge.

Sam has also gained a certificate from Whizzkidz’ 
Wheelchair Training Skills course.

Needless to say we are VERY proud of Sam and 
all of his accomplishments. Our mantra is: Nothing 
is impossible! Difficult maybe, awkward often, but 
impossible.............NEVER!!

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

Above: Sam with his gold medal from 
the Wishaw Games

Above: Sam practising with a ‘real’ ramp at Stirling’

Top:
Sam grooming Trampus 
the Shetland pony

Bottom:
Sam with his rosettes
and certificates

We are often approached by organisations keen to hear the views of the SMA community, for 
example about service or research developments. We also seek guidance as we think about how 
to develop our own services. Find out: how we are being consulted about the development of 
children’s palliative care services; how you can add your voice to the development of NHS services; 
what you said we should be doing for young people.  You will find the latest requests for your views 
on our website http://www.jtsma.org.uk/consultation.html

Our Youth Survey 

In September 2011 we sent out a survey to 295 addresses 
covering 249 families with a young person age 8 – 30 with 
SMA. We were keen to hear what young people, siblings, 
parents and grandparents thought we should be doing at 
the Jennifer Trust. 

We heard back from 49 people, 14 of whom were young 
people with SMA. 

Those replying told us that they think the most  
important tasks for the Jennifer Trust are to:

•	 Provide	Information	and	tips	on	living	with	SMA	

•	 Campaign	on	your	behalf	for	better	services	and	supports

•	 Put	young	people	living	with	SMA	in	touch	with	each	other

•	 Put	young	people	living	with	SMA	in	touch	with	young	
adults who can provide support and advice

•	 Let	you	know	about	campaigns	for	better	support	and	
services so that you can join in

Thank you to all of you who responded. There were many 
useful comments and ideas all of which will help us decide 
how the Trust should develop over the next few years.

Consultations

Your chance to comment on the New Draft NHS  
National Service Specifications

The NHS Specialised Commissioning Groups (SCGs) 
released the draft Specialised Neuromuscular Services 
Specifications  and the draft National Wheelchair and Seating 
Specifications at a workshop we attended in December.  

These documents set out the standards of service that all 
neuromuscular patients in England should expect to receive.   
You will find links on the front page of our website (www.
jtsma.org.uk) to copies so that you can access them and 
send in your comments. All responses need to be with com-
missioners by  31st January 2012.

The service specifications will be consulted and finalised by 
April 2012, when the SCGs will start to implement them.  A 
National Lead for Specialist Neuromuscular Care will also be 
appointed.

We will continue to take part in these workshops and add 
your and our voices to these very positive opportunities to 
work in partnership with the SCGs. 
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Ethan never let his condition get him down, despite 
spending the majority of the next 3 months in hospital with 
infection after infection.  Ethan took full advantage of his 
time in hospital and used the nurses to practice his flirting 
techniques.  Everyone who met him could not help but 
fall in love with him.  On the 24th July at just 7 1/2 months 
old Ethan lost his final fight.  Even at the end when he was 
very weak he still made sure he made our last day together 
memorable by giving his mummy the biggest smile when he 
woke up and entertaining all the family when they popped in 
to give him a kiss and a cuddle.  

On the 29th July Ethan had his final party.  He loved Mickey 
Mouse so in a final tribute everyone was asked to wear an 
item of red and we all wore Mickey Mouse ears. I bet Ethan 
had a big smile on his face watching 120 adults with Mickey 
Mouse ears on.

From Ethan’s diagnosis we pledged to do all we could to 
support the Jennifer Trust in the hope that one day a cure 
will be found.  We 
set up an inspiration 
fund in June 2011 
and in just 7 short 
weeks on the eve of 
his final party we had 
raised £5.000.  In 
October a team of 10 
friends, colleagues 
and Ethan’s nurses 
prepared to jump 
12,000 feet out of a plane to raise money for the Jennifer 
Trust.  Some of the brave volunteers were frightened of 
heights so this challenge was going to be a tough one.  
Ethan’s daddy is petrified of heights and won’t climb a ladder, 
but he overcame his fears to make Ethan proud, well, that 
and have a flying competition with him.  He believes he won 
but I am pretty confident Ethan did.  Unfortunately due to the 
winter weather many of the jumps have had to be cancelled 
so only 4 have been completed to date.  We hope Ethan 
can influence the weather in the coming months so that we 
can get the final 6 courageous jumpers through.  We have 
been astonished at the generosity of everyone - over £4,000 
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Imagine having a handful of friends  
round to dinner and raising money for us  
as a result.

Sounds too good to be true? 
Read on!

Dinner4Good is a brilliantly  
simple, new, fundraising idea 
we’re sure is going to catch on 
in a big way - so we’ve been 
quick to adopt it. As the name 
suggests it’s a way to raise 
money for good causes just by doing something 
that you might already do - have your friends 
round for dinner. To see how it works just go to 
www.dinner4good.com/JTSMA and you’ll see that 
it couldn’t be easier.  

It takes less than 5 minutes to create and send 
personalised email invitations from the website. 
Then your guests accept and donate online, so 
there’s no awkwardness over asking for money or 
hassle of collecting cash.

has been raised from the 
parachute jump.  

 When Ethan reached £5,000 the Jennifer Trust named a 
star after him.  Our next goal is to reach £15,000 so that 
Ethan can have a 1/4 acre of woodland named after him.  
Once the parachute sponsorship is added we should have 
approximately £13,000.  Our next fundraising event is August 
2012 when we will complete a coast to coast cycle challenge 
over 2 days.  We already have over 20 participants and the 
list keeps growing so it should be a good weekend with 
plenty of money raised for a charity that holds a very special 
place in our hearts.

When Ethan passed away our lives became empty. Every day 
we work hard to rebuild our lives and try and look forward 
to a future. Nothing will ever take away the emptiness and 
hurt that we feel every day since our very beautiful and 
courageous little boy was taken from us.  What we will make 
sure is that we will spend the rest of our lives raising money 
for the Jennifer Trust in the hope that one day a cure can 
be found so that other families don’t have to endure the 
devastating lose that ourselves and so many other families 
have experienced.

If you would like to read more about Ethan’s story or 
support our goal of £15.000 please visit www.jtsma.org.uk/
ethanburdis

We would like to send our love to all families living with SMA 
and hope you all had a fantastic Christmas. 

Suzanne & Paul Burdis

We are extremely grateful to the Burdis family and their supporters 
who have been fundraising in memory of Ethan. Here is their story; 

On the 12th December 2010 our hearts melted as we met our beautiful baby boy 
Ethan for the first time.  Ethan’s arrival brought so much joy to our entire family.  
Our happiness was to be short lived when we were delivered the devastating news 
in March 2011 that Ethan had SMA type 1. 

All you have to do is hold the dinner, eat, drink and 
enjoy yourselves!

What really excites us about this idea is the  
potential for it to catch on and spread.  For a start, 
anyone can do it - unlike running a marathon or 
climbing Kilimanjaro.  What’s more, those donat-
ing get to enjoy the event itself, plus the money is 
raised by doing something you might be going to 
do anyway. Lastly, but perhaps most important of 
all, it’s ‘sustainable’ - you can do it more than once 
and, as your friends see how well it works, they 
might be eager to host a dinner of their own.  Din-
ner4Good have calculated that your single dinner 
could generate up to £100,000 over a period of five 
years as your friends, and their friends, follow suit!*

So get the ball rolling with a dinner of your own... 
and let’s see how far it can go.  Dinner4Good will 
keep you informed of all the money that’s been 
raised as a direct result of your first dinner being 
duplicated by others, and we could always feature 
the biggest success stories in future editions of this 
newsletter.

*To see the calculation go to www.dinner4good/
how-you-can-make-money.php

All you need to do is choose a route, get as 
many people as you can on-board and ask 
everyone you know to sponsor you, as well 
as collecting along the way. You could also 
promote your event locally and open it to 
the public to raise much needed awareness.

However big or small your event, at The 
Jennifer Trust we will help in any way that 
we can with advice, promotional materials 
and sponsorship forms on hand. 

For further details, contact the fundraising 
department at fundraising@jtsma.org.uk  
for a fundraising pack or visit the website 
http://www.jtsma.org.uk/stroll_roll.html

Please let us know about your event 
and take lots of photos so that we can 
publicise your event and thank  
everyone involved!

Stroll & Roll
Are you full of turkey and mince pies 
and have spent the festive season 
indoors watching Christmas TV 
& films? If so, maybe it’s time to 
embrace the fresh air and New Year 
with some ‘strolling & rolling’!

Payroll Giving
Payroll Giving is the simple way to make regular tax 
free donations to The Jennifer Trust.

How does it work?
By deducting an agreed amount directly from your salary 
every month. Once you have filled in the form there is nothing 
more for you to do!
By choosing to give by Payroll Giving, your donation is bigger 
at no extra cost to you! It’s cheaper because its tax free - for 
example, a donation of £5 per month costs the basic rate tax 
payer £4.00 (the taxman pays the rest!)

Benefits to giving this way
Payroll Giving really is a great way of giving - with benefits to 
you and to us at The Jennifer Trust

l Monthly donations provide us with a steady, reliable  
 source of income, allowing us to plan for the future

l Via Payroll Giving we receive your full donation, including tax 
 instead of having to claim this back at a later date
l	 Your employer may match your donations via Payroll Giving, 
  doubling your already generous gift!
l	 If you are on the higher tax rate, Payroll Giving is the only 
 way we can claim all your tax back, and every £1 donated 
 only costs you 60p!
 
How do I get started?
You need to speak to your payroll department to see if they run 
Payroll Giving. From there, ask for the relevant forms and fill in 
our charity details as below:

The Jennifer Trust for Spinal Muscular Atrophy
40 Cygnet Court
Timothys Bridge Road
Stratford Upon Avon
Warwickshire
CV37 9NW
Registered charity no: 1106815
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For further information on any of our 
events please contact Natalie Port in the 
Fundraising Team.
Tel: 01789 267520 or email: 
natalie.port@jtsma.org.uk 
or fundraising@jtsma.org.uk

Skydiving is a once in 
a lifetime experience, 
so why not take the 
plunge and your 
dreams really can 
become reality! Pick 
a date and location 
suitable for you, and 
jump from 10,000ft 
completely for free by raising 
the minimum sponsorship!

Registration fee: £70. Minimum sponsorship: £395 

This long weekend charity cycle challenge covers 
just over 220 miles in 3 days, as you cycle from the 
capital of Scotland, to the capital of Ireland! The 
cycling on this charity challenge will be just that - a 
challenge! But as we reach Dublin, the sense of 
achievement will never be forgotten as we soak up 
the electric atmosphere and hustle and bustle of 
the Republic of Ireland’s capital city. (Dates are also 
available in September 2012)

Registration fee: £99. Minimum sponsorship: £1300.

An exciting charity cycle combined with 
breath-taking city sights makes this a 
European charity challenge extravaganza! 
This superb charity bike ride caters for every 
level of cyclist. This fundraising 
event will cover approximately 
300 miles with 4 days in the 
saddle, and takes in 3 Capital 
cities: London, Amsterdam and 
Brussels! 

Registration fee: £149. Minimum 
sponsorship: £1700.

Join in with the 2012 Olympic spirit and take part in one of our exciting fundraising events! 
This year we are hosting brand new challenges! There is something for everyone, and many 
promise to be an experience of a lifetime!

Skydiving 

Edinburgh to Dublin Cycle – Thursday 17th- 
Sunday 20th May

Euro City Cycle – Wed 9th - Sun 13th May

12 13

Held at the historic Silverstone Motor Racing Circuit 
in Northampton, the 13.1 mile event gives runners 
the unique opportunity to experience the home of the 
British Grand Prix first hand. The road course is flat 
and fast, and is an attractive proposition for first time 
runners, those looking to improve on a PB, and those 
training for the Virgin London Marathon.

Registration fee: £15. Aim to raise as much as possible

Adidas Silverstone Half Marathon – Sunday 
11th March

We have an official team taking part 
in both the Marathons this year – if 
you have your own place through the 
ballot, why not join Team Jennifer and 
raise valuable funds and awareness for 
those with SMA? We will provide full 
fundraising support, including running 
vests, sponsorship tips and cheers 
along the way!

Brighton Marathon & London 
Marathon 

NEW! For the first year, Jennifer Trust is hosting an 
exciting 160ft abseil from this iconic structure! Climb 
to the top of the Transporter Bridge, and then abseil 
down over the River Tyne! Our experienced abseil 
team, aptly named Over The Edge, will be providing 
training on the day so no previous abseiling experience 
is necessary.

Registration fee: £20. Aim to raise as much as possible.

Middlesbrough Transporter Bridge  
Abseil – Sunday 29th April  

This challenge takes 
you into the heart of the 
breath-taking Western 
Highlands, in order to 
conquer the highest 
peak in Britain set at 
1,343m (4,409ft) above 
sea level. The trail to the summit is technically easy, 
but trekking Ben Nevis is a challenge - stamina and 
determination are a must! The stunning views of the 
highlands provide a fantastic reward for your efforts. 

Registration fee: £55. Minimum sponsorship: £575.

Ben Nevis Trek – Fri 
15th – Sun 17th June

Last year this ride raised over £16,500 for children 
and adults with SMA. Help it be even bigger and 

better this year! Tackle this 
beautiful 77 mile ride that winds 
its way through the Cotswold’s 
villages and rolling hills. Hard 
earned refreshments, music and a 
beer tent will greet you in Oxford.

Registration fee: £18. Aim to raise 
as much sponsorship as possible.

Birmingham to Oxford Bike ride – Sun 1st July

Join Team Jennifer and over 26,000 other participants 
walking, jogging or running around historic London in 
one of the most colourful and spectacular events of the 
running calendar. Be part of this fantastic event running 
through the heart of historic London and involving 
Olympic athletes and ceremonial bands on a route 
dressed with giant Union Jacks!

Registration fee:  £30. Aim to raise as much sponsorship 
as possible. 

This year, Jennifer Trust is holding a brand new abseil 
at one of London’s most iconic venues.  This exciting 
90ft abseil takes you down the front of Earls Court, 
and provides great views of London! No previous 
abseiling experience is necessary, our abseil team will 
provide full training and support on the day! Places 
are limited so register 
your interest 
fast!

Registration 
fee: £20. Aim to 
raise as much 
sponsorship as 
possible

Asics London 10k Road Race – Sunday 
8th July

Earls Court Abseil, London – 
Saturday 1st September 

Take part in this 
series of fun 5k runs happening 
across the UK (with new locations for 2012 including 
London, Coventry, Cardiff, Edinburgh and many more!). 
Each race has up to 1000 people taking part, and 
are staged in scenic parks, making them great fun for 
families and friends, male and female, young and old! 
There are no age restrictions, and under 5’s go free!

Early Bird Registration fee: £8.99 for adults, £4.99 
for under 18’s or over 65’s. Aim to raise as much 
sponsorship as possible

Big Fun Run 
Series – Various 
dates &  
locations from 
July-October

NEW! We are joining this abseiling mega day down 
The Bell Tower in the Trafford Centre! The abseil 
is a massive 200ft, and has a commanding view 
of Manchester, the Peak District and Cheshire! No 
experience is necessary – full training will be provided 
on the day. Places are strictly limited so register your 
interest today.

Registration fee: £20. Aim to raise as much 
sponsorship as possible. 

The Bell Tower, Trafford Centre Abseil,  
Manchester – Sunday 30th September

This 10 mile flat road race attracts 
over 15,000 runners from across 
the UK and overseas. Taking place 
in Southsea, Portsmouth, this 
interesting route includes sights 
from Britain’s naval history, including 
HMS Victory.

Registration fee: £30. Aim to raise as 
much as possible.

Great South Run – Sunday 
28th October

By taking part in one of the fantastic overseas events, 
you can have an experience of a lifetime, as well 
as raising valuable funds for children and adults 
with SMA. Get in touch to find out the  Overseas 
Challenges we offer including cycling London to 
Paris, scaling Kilimanjaro, trekking the Great Wall of 
China or taking part in a Husky Dog trial in Iceland! 

Overseas events
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To Lucy Wright (pictured with Outreach 
Worker Maggie)  who took the brave step 
of shaving her head in front of friends and 
loved ones in memory of her daughter 
Georgia. Thank you also for all of her hard 
work in organising the event which was 
a great success and raised over £1000, 
taking Georgia’s Angel Fund over £5000 and 
enabling the family to dedicate a star to her.

Many thanks go to the 
Smith Family who raised 
over £1200 in the Big 
Fun Run London for the 
Joseph Michael Smith 

Pamela Smith & friends for raising £189 at 
their ‘Blade themed’ Halloween party!!

To Sue Taylor for her hard work and 
persistence in organising 365 dresses, and 
raising £800, thank you very much! 

To our research correspondent James Sleigh 
and his colleagues who raised £2489 in the 
Amsterdam Marathon, thank you! Donations 
were split between The Jennifer Trust & The 
SMA Trust.

1st Prize - £1000 – Jackie Sorrell

2nd Prize – iPad 2 – Ellie Smart

3rd Prize – Dinner, Bed & Breakfast at a 
Principal Hayley Hotel – Yvonne Trotter

Thank you very much to MCL for their 
donations  towards the iPad 2 and also 
to our other corporate donors;  
Warwick Castle, Nandos, cineworld, 
M&S - Stratford-upon-Avon, Delta 
Force, Sainsbury’s – Kenilworth, 
Menzies Welcombe Hotel Spa & Golf 
Club, Ettington Chase Hotel -  
Stratford-upon-Avon and Radley.

The Jennifer Trust for Spinal 
Muscular Atrophy’s Annual 
Christmas Raffle 2011

Thank you to everyone who took part in  
our 2nd annual Christmas raffle and helped  
to raise over £7000!

A full list of the lucky winners is available  
upon request, but the top prizes were  
scooped by the following;

Many thanks to Dave Pope and the members of Country Eye who 
held a craft day in memory of Alessia Wilding and despite the adverse 
weather raised a total of £750!

As featured in September’s edition of Inspirations 
The Forrest Family organised a coast to coast 
bike ride in memory 
of Daniel. We are 
pleased to report 
that the event raised 
over £10,000 which 
included a very kind 
donation of £1000 

from Bosworth Dental, Market Bosworth 
from their fundraising in memory of Daniel. 

Nottingham Caesars All-stars V 
Lincolnshire Bombers All-stars American 
Football went to battle at their Match at Harvey 

Hadden Stadium – raising 
£250 for The Jennifer Trust. 
Thank you to all involved, 
especially the teams and 
Lisa, Luke & Sean Griffin. 
Thanks goes to www.sjr-
photography.com for the 
fantastic photos.

A big thank you to Rachel & Phil Moralee for raising a fantastic £3145 
from their Cricket match and fun day in August, for the Abigail Moralee 
Angel Fund; and also to  
NJ Woodcoe Ltd, for their fantastic support over the past year.

To Bethan Haigh and friends for raising £167.68  through their 
Brownies coffee morning, a playground wiz and a concert at home.

Thank you to the Rotary Club of Burnham Beeches who donated 
£100. The members invited us to present to them and tell them about 
SMA and the work that we do - we are very grateful for the opportunity 
to spread awareness in this way. 

Our long term supporter James Hornsby bravely 
took on the ‘Etape Du Tour’, cycling along this 
infamous route for Jacob and raising £1151.90 
for his Angel Fund

Once again we are extremely grateful to 
Cogenhoe Cricket club for their on-going 
support, this year raising £80 for us.

As usual, we have so many people to thank for their 
support and fundraising - without you we would not be 
able to continue the work that we do. Here are just a 
few examples;

Thank you to Helensborough Lawn Tennis 
Club who raised £200 from a club dinner in 
October and for their future fundraising.

In the last edition we thanked Caroline & Gill 
who walked the West Highland Way. They 
were also joined by Fish (of Marillion fame) 
who, with other walkers, raised a further 
£767! Thank you very much to all involved.

We are also extremely grateful to the 
Members of Walton Comrades Club, 
Walton-on-Thames for their support and kind 
donation of £200. 

To Ella Tancock – Thank you so much 
for your hard work at your school disco for 
Fergus’ Angel Fund – which raised a fantastic 
£65!

Thank you to Tom Nicholson who raised
£2,800 including matched funding from 
Barclaycard

We would like to say a great big thank you to 
The Reed family for their recent donation 
£1235 and for their on-going fundraising in 
honour of Mackie. 

Thank you once again to Joseph Irwin 
and Lakeside Consultancy UK for their 
continued support.

Another fantastic on-going supporter is 
Rena Baird & friends as well as the 
Hamilton family who this year raised a 
fantastic £1900 from Rena’s ever-successful 
jumble sale! Thank you also Mr & Mrs 
MacDowell for donating a further £350 in 
memory of Margaret, who gave her time to 
help with the jumble sale for a many years.

We very much appreciate the support of 
Fidessa who donated a fantastic £4086.58 
from their fundraising in the workplace. 

Thank you to Roger Lugg & Co. for their 
on-going support.

Thank you also to T K Maxx, Coventry 
for their kind donation of £500. 

Thank you very 
much to our Santa 
Run participants; 
Rute Robalo & 
Casper Sewell 
(pictured), Susana 
Oliveiro and 
Felicia Duarte 
Dos Santos running in memory of Rubi. 
They joined hundreds of other Santas on a 
run through Greenwich Park, London.

A big thank you to Paige, Chelsea & 
Declan Kinsey and their friend Zoe who 
organised a successful Santa Walk in 
Pontypridd and raised £200! 

Howard Pearson & friends for their 
donation of £400 from their pub comedy 
night.

Thank you to Toni Holman & Kimberley 
Hickman and everyone who raised money 
for The Jennifer Trust at Chynington CP 
School through raffle and Christmas 
concerts.

Thank you to all of you who have 
taken part in many varied sponsored 
events;

Richard Tisdall –
took on the Barcelona 
Triathlon and raised 
almost £700

Mark Hooks for 
running the Chester 
marathon and raising 
over £400!

Zoe Protheroe who once again has run 
for Team Jennifer, this time in the Berlin 
Marathon and has raised over £1000.

To the Liverpool Marathon Team – 
Jimmy Woods, Ste Williams & John Fox, 
for all their hard work and fundraising for 
the William Campbell Angel Fund. 

A big thank 
you to Connor 
Dodsworth, 
aged 5 and his 
Grandad, Martyn 
Pilgrim, a long-
term supporter, 
who once again 
completed the Sheffield 
mini mile in 7.5mins

To our Great South Run 
participants; Dilwyn 
& Caroline Griffiths 
(pictured) and Tracy & 
John Cobb.

Many thanks to all members of North 
Lambeth Parish, who nominated us 
as their charity of the year and donated 
£1647.50!

To Lora, Ed & Jake Stacey for raising 
£518.39 at this year’s Dancing for Jake! 
Your continued support is very much 
appreciated.

Sue Haberfield 
who’s wedding 
guests donated in 
lieu of gifts which 
totalled £300. 
Thank you also to 
Alistair Edwards for representing us at 
the cheque presentation. 

Thank you to 
everyone that has 
donated to our 
Xmas Tree Appeal 
& Dressed our tree 
beautifully with 
Baubles, helping to 
raise over £800! 

Thank you to Neil Carney for raising over 
£400 in the 2011 Great 
North Run and for the 
continued support of all 
of the family.

A big thank you goes 
to our volunteers for 
their help with the Inspirations mail-outs and 
especially to our Christmas helpers; Geoff 
& Sylvia Blundell and Di Hartley for their 
help with our card sale outlets.

Thank you also to everyone who bought our 
Christmas cards including those who have 
sold them on our behalf.

We are looking forward to working with 
the Freemasons Lodge, London, 
Wolverhampton Round Table (No.17, 
area 5) and Interact at Pencoed 
Comprehensive, who have all chosen us as 
their charity for the coming year. We are also 
very excited to be involved in Telford Infant 
School’s (Leamington Spa) fundraising 
activities over the next year too including a 
dress down day and ‘Olympic Week’! Thank 
you to all staff & pupils for raising £300 from 
their festive activities!

And finally, thank you to all of you have set 
up Jennifer Trust fundraising pages this year 
through our new website. This is a great way of 
ensuring that 100% of online donations come 

directly to us and is a safe method 
for supporters everywhere.
We have already had notification 
of some fantastic events in the 
coming year, so please, if you 
would like to organise or take part 
in an event, just drop us a line 
and we will do whatever we can 
to help. We really do rely on the 
support of the Community to carry 

on with our vital services, so however big or 
small your event, we will always be extremely 
grateful for your participation.



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

The 8th annual UK Spinal Muscular Atrophy 
(SMA) Research Conference was hosted by 
Prof. Kevin Talbot from the University of Oxford 
at the Oxford Belfry Hotel on October 3rd-4th, 
2011. Over 40 researchers from laboratories 
across the UK and the rest of Europe were in 
attendance, along with representatives from 
both the Jennifer Trust for SMA and the SMA 
Trust, who jointly sponsored the meeting.

In total, 17 presentations were given focusing on two 
main themes – first, understanding the basic biology 
of the survival motor neuron (SMN) protein and the 
cause of tissue degeneration in SMA, and second, 
highlighting both the clinical side of SMA research 
and therapies at the cusp of potential translation to 
human clinical trials. 

A number of poster presentations were also 
given covering a range of topics. Young Scientist 
Awards were presented to Benjamin Förthmann 
(Hannover Medical School, Germany) and Haiyan 
Zhou (University College London, UK) for the best 
presentations by PhD students or Post-Docs. 
The awards of £500 are to provide early career 
scientists with the opportunity to attend an upcoming 
conference relevant to SMA.

As in previous years, the conference provided an 
excellent opportunity for SMA scientists to present 
unpublished work, interact and exchange ideas 
with other researchers and clinicians, and set up 
future collaborations.

In this abridged version of the meeting report 
by James Sleigh, our Research Correspondent, 
the main findings and themes from a selection 
of the presentations are summarised to provide 
an overview of some of the current work being 
conducted on SMA. James’s full report can 
be found at: http://www.jtsma.org.uk/hres/
Final2011ConferenceReport.pdf 

 
1.Lower motor neurons: the only vulnerable 
cell in SMA?

Tom Gillingwater from the University of Edinburgh 
(UK) posed the question, are lower motor 
neurons the only vulnerable cells in SMA? The 
answer to this question has implications for 
potential future therapies, because if the answer 
is no, then treatments will have to be targeted to 
numerous, if not all, parts of the body for the best 
chances of success.

Prof. Gillingwater presented evidence from both his 
laboratory and others implicating a range of different 
cells and tissues in SMA pathology. Bone and heart 
complications have been reported in patients with 
more severe forms of SMA, and mouse models of 
the disease support these findings: SMN deficiency 
results in bone pathology as well as cardiac defects 
including irregular heartbeat. In addition to this, 
defects in the brain, nerve cells other than the lower 
motor neurons, and skeletal muscles have also been 

reported in the more severe SMA mouse model.

Prof. Gillingwater concluded his talk by presenting 
work from his most recently published study 
suggesting that SMA muscle pathology may be 
contributing to the course and severity of the disease 
(http://www.jtsma.org.uk/Molecular_Muscle_
Pathology).

The evidence emerging from patients and animal 
models of SMA suggests that lower motor neurons 
are not at all the only cell type affected by the 
disease. However, the observed pathology in non-
motor nerve cells is predominantly seen in more 
severe cases, suggesting that there is a differential 
susceptibility to SMN depletion (Figure 1). The 
Threshold Hypothesis proposes that different cell 
types and tissues can be placed along a vulnerability-
resistance spectrum. At one end lie lower motor 
neurons as they are the most sensitive to reduced 
SMN levels. As SMN levels are further reduced, the 
range of affected cell types becomes greater, to a 
point at which there is insufficient protein for the 
survival of any cell. In all, Prof. Gilingwater presented 
a compelling argument that SMA is a multi-system 
disorder.
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Figure 1. Are lower motor neurons the only cells 
affected in SMA?  
Cell types and tissues appear to show different levels 
of susceptibility to SMN reduction. At one extreme of a 
vulnerability-resistance spectrum reside the lower motor 
neurons, which are the most severely affected cell type in 
SMA. As SMN levels are further diminished, tissues and 
organs such as the heart, bone and brain become affected, 
while other areas remain relatively healthy. To illustrate this, 
at 10-20% of normal SMN levels (as seen in some type I 
SMA patients), lower motor neurons are severely affected, 
some cells/tissues/organs such as the heart are beginning 
to show signs of deterioration, while many other areas 
remain largely unaffected.

2. Practical realities of clinical trials in SMA

Francesco Muntoni from the University of London 
(UK) discussed some of the practical difficulties of 
performing clinical trials in SMA. This was followed by 
Volker Straub from the University of Newcastle (UK), 
who highlighted the importance of having a mobile 
SMA patient community.

Differing only slightly from the SMN1 gene, yet 
producing just a tenth of the SMN protein, the SMN2 
gene is an attractive therapeutic target for increasing 
SMN levels in SMA patients. A number of compounds 
have been identified over the last decade that can 
successfully increase SMN protein expression from 
SMN2 in cells, and that have been shown to improve 
muscle strength and lifespan of SMA mice. Groups 
from around the world are in the process of planning 
and carrying out clinical trials of some of these drugs. 
However, given the limited funding and small number 
of SMA patients eligible for trials, it is a major challenge 
to be able to translate potential pre-clinical research 
findings into clinical trials.

Prof. Muntoni stressed the importance of recognising 
some of the major hurdles that will need to be 
surpassed in order to successfully determine the 
efficacy of drugs with potential to treat SMA. For 
instance, for the compounds to be effective they will 
probably need to be injected directly into the spine, as 
they are unlikely to target lower motor neurons when 
administered orally or into the bloodstream. Moreover, 
there is the issue of timing; studies in mice suggest 
that earlier SMN restoration is more successful at 
alleviating symptoms (http://www.jtsma.org.uk/SMA_
Mouse_Models_Shed_Light), leading to the question 
of whether treatments will be effective, and to what 
extent, once symptoms have already manifested. For 
the greatest chances of success it is therefore likely 
that clinical trials will need to be performed in young 
children, and perhaps even before disease onset.

For this to happen, a range of practical and ethical 
issues need to be discussed, for instance, whether 
neonatal screening for SMA should be commonplace 
when there is currently no available treatment. Prof. 
Muntoni concluded his talk by urging investigators, 
patients and families to maintain an informed dialogue 
in order to forge the best strategy for taking forward 
novel potential therapies.

Following on from this, Prof. Straub identified the 
key role of patient advocacy groups and suggested 
that the SMA community as a whole needs to come 
together and do the following in order to be “trial 
ready”:

1. Choose and evaluate without bias the most 
 appropriate compounds for clinical trials

2. Locate the investigators and centres with the best 
 expertise to successfully run the trials

3. Identify and enrol eligible patients

4. Develop standardised guidelines of patient care

5. Validate the methods used to measure the 
 outcome of the trials (outcome measures)

TREAT-NMD, with the help of patient organisations, 
has begun to develop tools to address these specific 
challenges, and Prof. Straub stressed how important 
the contribution of patients to databases and biobanks 
has been to ongoing research. To conclude, Prof. 
Straub recognised how relatively well developed the 
infrastructure for SMA translational research is and 
acknowledged the value of patient involvement.
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3. Reduced SMN levels affect blood vessel 
architecture in muscle

Simon Parson from the University of Edinburgh (UK) 
presented work from his laboratory looking at the 
microvasculature, which is the network of the smallest 
blood vessels such as capillaries, in skeletal muscles 
of severe SMA mice. As Prof. Gillingwater alluded 
to in his earlier talk, SMA is not simply a disease of 
lower motor neurons, especially in more severe cases. 
The vascular system (i.e. circulatory system) has 
recently been implicated in disease pathology both 
directly, via heart defects, and indirectly through ear 
and tail necrosis (tissue death), in mouse models of 
SMA. Heart complications have also been reported in 
patients.

Dr. Parson set out to compare the capillaries, which 
are the blood vessels that are embedded within 
tissues and organs allowing the exchange of useful 
and waste products (Figure 2), of a number of 
different muscles between SMA mice and unaffected 
littermates. Five days after birth, there was a greater 
than 50% reduction in the density of capillaries in 
SMA mice, which was uniform across the length 
of the muscle. Furthermore, capillaries were not as 
well embedded into the muscle and displayed a 
significantly larger average diameter.

This disruption to the microvasculature was also seen 
in three day old pups but not one day old, suggesting 
that capillaries are normal at birth but become rapidly 
affected postnatally. Interestingly, the extent of vascular 
degeneration was similar in a range of muscles types, 
even those with no signs of lower motor neuron 
degeneration, which suggests that the pathology is 
independent of nerve cell loss. The identified defects 
are likely to impact blood flow to muscles and 
thus the delivery of oxygen, which in turn will affect 
muscle function. This work adds further weight to the 
assertion 
that SMA is 
not simply 
a disease of 
lower motor 
neurons.

 
Figure 2. The vasculature system.  
Oxygenated blood travels down arteries and then arterioles, 
until it reaches the capillaries, which are the smallest blood 
vessels that allow the exchange of various useful (e.g. 
oxygen) and waste products (e.g. carbon dioxide) between 
blood and cells. Once oxygen has been delivered to the cells, 
the deoxygenated blood can be carried back to the lungs via 
the heart along venules and then veins. The architecture of 
the capillaries appears to be quite severely affected at later 
stages of disease in SMA mice.
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The stereotypical image of a scientist is often 
an old, bespectacled man with messy, white 
hair and lab coat, slaving away in his ivory 
tower, totally disconnected from the outside 
world. 

In reality, it can be quite different.

To provide some insight into scientists 
working on SMA in the UK, what they do 
and why, we will be conducting a series of 
mini “interviews” with some of the country’s 
leading SMA researchers.

We begin with Tom Gillingwater, who works 
at the University of Edinburgh and has been 
conducting research on SMA for nearly five 
years.

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

I don’t think I made the decision to fully commit to 
a career in science until I was at university studying 
human anatomy. It was there that I came into 
contact with several excellent scientists whose 
interest in research, and neuroscience research in 
particular, was infectious.

How did you come to work on SMA?

I have a long-standing interest in understanding 
why points of communication between nerve cells 
(known as synapses) are particularly vulnerable 
across a range of diseases affecting the nervous 
system. A chance meeting with Kevin Talbot at a 
research conference led to us examining whether 
synapses are particularly affected in mouse models 
of SMA. It blossomed from there.

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

I would love to be an orchestral conductor or 
professional choral singer, although both require 
talent and skills that I am sadly lacking!

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

At home with family.

Describe yourself in three words.

Loyal, compassionate and reliable (I’d like to think 
so at least)

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

I don’t think I could pick out one defining moment, 
but I would say that the most important aspect of 
my career has been the talented and dedicated 
people I have been fortunate to work alongside.

We can send you Inspirations by email! If you would like to go green and help us cut costs, please send your email address to office@jtsma.org.uk and receive an electronic copy. 1918

Glossary

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

Motor function/performance:  
The ability to coordinate and carry out 
successful movement.

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

Outcome measures: A gauge of physical 
ability along a numerical scale that can be 
used to determine patient improvement or 
decline over time.

Pathology: The anatomical and/or 
functional consequences of a disease, 
i.e. the deviation from a healthy condition 
caused by disease. 

Skeletal muscle: Consciously controlled 
muscles that attach to bones allowing 
movement. Examples include the biceps, 
triceps, and thighs.

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

Vasculature: The network of blood 
vessels, including the arteries, veins and 
capillaries, found within a particular organ 
or part of the body.

A more detailed, continually updated 
glossary of terms used in our research 
updates can be found at: http://www.
jtsma.org.uk/research_glossary.html

4. Analysis of motor performance scales  
for SMA

Anna Mayhew from the University of Newcastle (UK) 
talked about the necessity of having a set of outcome 
measures that are relevant to the SMA patient 
population. Outcome measures gauge physical 
ability along a numerical scale and can thus be used 
to determine patient improvement or decline over 
time. For instance, the ability to stand from a sitting 
position may be recorded as able to stand up with 
no problems (2), able to stand up with difficulty (1), or 
unable to stand up (0). A number of different physical 
abilities can be measured and an aggregate score 
recorded.

It is important that this overall score can be used 
to detect any changes in physical performance 
over time and that this potential is uniform across 
the scale. Ideally, an increase of two points should 
mean the same irrespective of disease stage. In the 
past, data relating to motor performance has been 
collected using at least ten different scales, which 
incorporate different physical tasks and scoring 
criteria.

Dr. Mayhew was involved in an in depth evaluation 
of the ability of nine different scales to assess motor 
performance in SMA patients. The scales were all 
found to have a number of issues. For example, 
measured categories being dependent on one 
another and thus duplicating information, and scores 
of particular abilities not reflecting the stage of 
disease progression (i.e. the disease has little effect 
on the measured ability, thus the ability is not likely to 
be the best indicator of disease state).

As a consequence of this analysis, Dr. Mayhew 
suggests that the currently available scales are not 
sufficiently robust for assessing motor function in 
SMA, and that the application of new methods will be 
critical to creating linearised and meaningful outcome 
measures for clinical trials in SMA. The next phase of 
this work is to determine how well the different scales 
measure the same outcome, for instance ability to 
stand, and then begin to incorporate them on a 
single, unified scale.

SMA Scientist Q & A SessionsResearch Conference Report Continued.

What is your most memorable finding 
relating to SMA?

Several years ago we showed that synapses 
formed between nerves and muscles (known as 
neuromuscular junctions) are an important and 
early target in the disease. This has changed how 
researchers view the underlying causes of the 
disease and is helping to guide the development, 
targeting and testing of new therapies. More 
recently we found that SMA can directly affect 
skeletal muscle, suggesting that both nerves and 
muscles need to be targeted to develop treatments 
for SMA.

What is your favourite conference 
location?

Dresden (a really beautiful city).

What is the best scientific advice you ever 
received?

Two things stand out in my memory: 1) Be open 
and honest, making sure you can go home and 
look yourself in the mirror every night. 2) Develop a 
tough skin, as reviews of your papers and grants 
are often painful.

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

I would have paid more attention in my A level 
chemistry class!

In your opinion, what makes a good 
scientist?

Honesty and integrity, in the absence of egotism.

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

Hopefully non-existent, as a complete cure will have 
been discovered and none of us will need to work 
on the disease any more. More realistically, I guess 
that lots of the current exciting technology and 
research findings will have found their way to the 
clinic, allowing us to build on these successes as 
we work towards a cure.

Rare Diseases Day 2012    29th February 2012

This year is a leap year so there will be a 29th of 
February. This is the official day to raise awareness 
of rare conditions and the additional problems and 
issues this causes for a family.  SMA is one of
the many recognised rare conditions.
We will be attending an awareness raising event at 
the Royal Holloway University of London and using 
the date to launch our new research strategy. 
Please check our website and upcoming  
e-newsletter for more information.



Established in 1985, The Jennifer Trust for 
Spinal Muscular Atrophy is a national charity 
with over 25 years’ experience of providing 
information and support to families and 
individuals affected by SMA and to 
professionals. We also promote research into 
the causes, treatments and eventually a cure. 

Information and Support
Our small experienced support services team 
offers free information, emotional support, 
practical advice and guidance to anyone affected 
by Spinal Muscular Atrophy who is living in the 
UK. This may be by phone or email for adults 
and young people, parents, relatives and friends, 
health and other professionals. We can answer 
queries you may have about SMA or signpost you 
to other organisations or people who can assist. 
If you are newly diagnosed, one of our Outreach 
Workers can visit you.  We can put you in touch 
with one of our Peer Support Volunteers who all 
have personal experience and understanding of 
SMA and let you know about social activities in 
your area. We can tell you about campaigns that 
you may wish to support and put you in touch 
with organisations wanting to consult the SMA 
community.
 
We do not provide a medical service or medical 
advice - this must come from your medical team.
 
People contacting us can be assured that any 
personal information they share with us will 
be treated confidentially. 

Phone:  01789 267520 
and ask for Support Services.  
We are always happy to call you back.
Email: supportservices@jtsma.org.uk

See our website www.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

CONTACTS

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.

Sample some of the hand picked family favourite  
recipes contributed by the residents and friends of  
Chipping Warden village in honour Olivia Springall.  
This cookbook features real recipes enjoyed by  
real families!

Tilly’s colourful book of her hobbies,  
interests and achievements whilst living  
with Type II SMA

Hania Myers, a mother of a Type III child, has written 
this uplifting story that highlights everyone is different 
and special in their own way. The book features 
beautiful illustrations from Mary Hall.

The Jennifer Trust has published a range of books. 
To purchase any of our books, please visit our online shop www.
jtsma.org.uk/jennifer_trust_shop or call 01789 267520.

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

We know that when you make a donation – whichever charity 
you support – you will want to know that the organisation is 
committed to best practice.  That we are responsible in the 
way we fundraise, dedicated to honesty and accountability.

That is why The Jennifer Trust for Spinal Muscular Atrophy has 
signed up to fundraising regulation through the Fundraising 
Standards Board (FRSB).  Membership is a commitment to the 
highest standards of fundraising. Should there be any concerns 
about the way we fundraise, we have a robust complaints 
process in place, notifying the FRSB of any issues raised.  It is 
about being accountable for our actions and ensuring that we 
put you - our supporters – first. 

From now on, you may see the give with confidence tick logo 
on our website and appeals, reminding you of our commitment 
to best practice in fundraising.  We hope that our membership 
will give you added confidence in our fundraising and, 
ultimately, encourage more people to provide vital support for 
people living with Spinal Muscular Atrophy.

If you have any concerns about the way we fundraise, please 
get in touch by calling 01789 267520. For more information 
about the FRSB, and what our membership means in practice, 
see www.givewithconfidence.org.uk

 Our Fundraising  
 Promise to You

* We are committed to 
 high standards

* We are clear

* We are respectful

* We are fair and 
 reasonable


