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Welcome to our first edition of Inspirations for 2011.  
Although 2010 was a difficult year financially, we are proud 
to have achieved some great successes, one of them being 
The 25th Christmas Raffle and a real highlight for us was the 
Disabled & Sexy Fashion Show in October.  The young team, 
who created, choreographed and produced the Fashion 
Show pulled off a sparkling evening which informed and 
inspired the audience, increased awareness of SMA and 
showcased the aspirations of young disabled people, at the 
same time raising a fantastic amount 
for The Jennifer Trust.  

A key factor in the success of 
‘Disabled & Sexy’ was the team’s 
understanding and effective use of 
social media as a way of communicat-
ing and getting their message ‘out 
there’.  For anyone unfamiliar with the 
concept, social media is a broad term 
which encompasses the merging of traditional media (such as film, 
images, music, spoken and written word) with the interactive power 
of computers, communications technology, and most importantly 
the Internet.  The rise of the Internet and the new media has greatly 
enhanced communication between ‘ordinary’ people all over the 
world, with a significant consequence being the huge increase in 
user-generated information. This has allowed people to express 
themselves through social networking sites, blogs, websites and 
photos in ways which were previously unattainable.

As a charity, there are many ways that the Jennifer Trust can benefit 
from using and harnessing social media.  With the construction of 
our new website well under way, we are already looking forward to 
more interaction and effective communication of information with 
our members.  Campaigning and marketing, however, are two major 
areas where social networking sites such as Facebook and Twitter 
have been used to dramatic effect, with individuals raising unprec-
edented sums for charities, for example.  As The Jennifer Trust 
moves into 2011 and the closing months of its 25th anniversary 
year, the time is ripe to fully embrace and engage with new media 
operations and to reach out to new audiences.  To help us do this 
successfully, please regularly visit our Facebook page by searching 
for The Jennifer Trust for Spinal Muscular Atrophy at www.facebook.
com and follow us on Twitter at www.twitter.com/JenniferTrust

We are constantly inspired by the enthusiasm and generosity of all 
our fundraisers, without whom we would not be able to provide our 
services and support.  We value each and every donation that you 
make, and it’s vital that we make every gift go as far as it possibly 
can.  As new technologies give us greater flexibility, we would ask 
you to consider signing up to a range of electronic options – includ-
ing viewing future issues of Inspirations online, receiving invitations 
to events and receipts for donations by Email.  If you use Email 
regularly, please take a few minutes to click on the ‘Update your 
Details and Preferences’ link on our website homepage at www.
jtsma.org.uk (please do this even if you prefer to receive Inspirations 
by post). If you do not use Email, please complete and return the 
form on the back page of this issue.  With your help we can reduce 
our admin costs and increase the support we are able to give to our 
members.
With thanks and good wishes from The Jennifer Trust team,

Diary Dates
Inspirations is the quarterly magazine of the Jennifer Trust. 
The editorial team is always interested in your comments and welcomes po-
tential 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, 40 Cygnet Court, Timothy’s Bridge 
Road, Stratford-upon-Avon, CV37 9NW or Email: jennifer@jtsma.org.uk

04 Contact Network   
Introducing Louise Forrest, one of our Contact 
Volunteers for anyone with Type 3 SMA

Preimplantation Genetic Diagnosis (PGD)   
PGD is an option considered by many couples 
affected by SMA, and more recently SMARD1.  
Alison Lashwood, Consultant Nurse in 
Genetics and PGD explains the process

A Parent’s Perspective
Susanna shares her personal experience 
of PGD

Route Maps for Rare Conditions
JTSMA is very pleased to be involved in this 
project, which is potentially of enormous 
benefit to patients and to the healthcare 
professionals supporting them 

Disabled & Sexy
Read about the fantastic success of this 
Fashion Show in London last October, 
organised by Tess Daly and her team 
(see front cover photos too)

Fundraising
Find out how Corporate Giving may be relevant 
to you. 

Thank you
A round-up of our Fundraising stars - we just 
couldn’t do it without you!

Fundraising Events  
Check out these fantastic opportunities to get fit, 
experience that adrenaline rush AND raise funds 
for JT

Support News Update  
Some services which may be helpful for you (also 
see Diary Dates opposite) 

Research  
Update on the exciting developments at 
Professor Mimoun Azouz’s lab in Sheffield, plus 
further details of the new JTSMA Research 
Scholarship

Contact & Support  
Please remember to return the form or log onto 
our website to update your details and to register 
your mailing preferences
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Thursday 10th March
Kidz in the Middle, Ricoh Arena, Coventry
A free one day exhibition, totally dedicated to disabled children. To 
find out more, visit www.kidzupnorth.co.uk or call 0161 214 5959

Tuesday 15th March 2011
Information Day for Adults with neuromuscular conditions in 
Devon and Cornwall 
Run by the South West Neuromuscular Network, further details will 
follow – to find out more, please contact Kate Oldnall at the Jennifer 
Trust office on 01789 290271

Friday 25th March
Health Day, Fleming Fulton School, Belfast 
(run by the Lilac Outreach Team)
A day promoting awareness of the support available for pupils with 
disabilities in mainstream schools in Northern Ireland.  Pupils of all 
ages and their parents welcome - members of The Jennifer Trust staff 
team will attend.  For more information, contact JT Support Services 
on 01789 267520 or Email: jennifer@jtsma.org.uk

Tuesday 5th April – Thursday 7th April
Naidex, NEC, Birmingham
Exhibition of the latest products and services to aid independent 
living. Entry is free. To find out more, visit, www.naidex.co.uk or call 
020 7728 3927

Saturday 28th May & Sunday 29th May
Guys Hospital Tower Abseil, London
Take part in this exclusive fundraiser and abseil Guy’s Tower – 
standing at an impressive 450ft! This will be the last year this event 
is available. 
For more information, contact JT Fundraising on 01789 267520

Thursday 9th June
Kidz South, Rivermead Leisure Complex Reading
A free one day exhibition, totally dedicated to disabled children.To 
find out more, visit, www.kidzupnorth.co.uk or call 0161 214 5959

Thursday 23rd June – Sunday 26th June
Families of SMA Annual Conference, Walt Disney World Swan 
& Dolphin Resort, Orlando
This is the largest conference in the world for those affected by SMA, 
and for those involved in providing support and care for them. 
To find out more, visit www.fsma.org

Thursday 30th June – Saturday 2nd July
Mobility Roadshow, East of England Showground, 
Peterborough
Free admission and parking. An exhibition of mobility and 
lifestyle products and services. To find out more, visit 
www.mobilityroadshow.co.uk or call 0845 241 0390

Sunday 3rd July
Birmingham to Oxford Bike Ride
This 77 mile bike ride is run exclusively by us at The Jennifer Trust. 
Raise funds and get fit this summer! For more information call JT 
Fundraising on 01789 267520.

Sunday 10th July
Disability Awareness Day, Walton Hall Gardens, Warrington
An exhibition for small, family run support groups, businesses and 
public sector organisations together promoting their services directly 
to disabled people, carers, their families and others involved in their 
care. To find out more, visit www.disabilityawarenessday.org.uk 
or call 01925 240064

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

Social News
Meeting up with others affected by SMA and taking the opportunity to share experiences 

and good company, is something enjoyed by many of our members.  The Christmas 

parties are always a great way to do just that and, despite the weather’s best efforts to 

thwart our festivities, proved as much fun as ever in 2010. A warm ‘Thank you’ to all of 

you who supported us – and we’re sure you’ll join us in sending grateful thanks to our 

volunteers Jose Rogers, Clare & Stuart Clarke, Jane Davis, Kim Darby and Margaret & 

David Mateer for all their enthusiastic hard work and energy in organising these.  
4
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Meet Louise Forrest, one of our Contact Volunteers for young 
people and adults with Type 3 SMA.  Louise shares with us her journey 
through pregnancy, birth and the first year of baby Alice’s life.

“Can people with your condition have children?”, “ooo it’s a shame you won’t be able to 
have kids isn’t it”, these are just some of the comments I have been faced with over the 
years.  Well I am finally in a position to answer them, and yes, we most certainly can and 
yes, we can be as good a mother or father as anyone else!
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I was born with Spinal Muscular Atro-
phy, Type 3.  The muscles most affected 
are those in my legs, arms and chest, 
meaning I need to use a wheelchair to 
get around and struggle to lift anything 
heavier than a pint of beer! 

I have always wanted children but similar 
to many disabled people have always 
worried about the details of how I would 
cope with pregnancy, the birth and how 
I would look after a baby.  My husband, 
David and I started looking into it all quite 
soon after we were married.  We received 
excellent information and advice from all 
my consultants (including my neurologist 
and respiratory specialist) and had a very 
useful appointment with an Obstetrician 
to discuss pregnancy and the labour.  We 
were quite shocked as to all the possible 
complications that they told us may oc-
cur, however we decided it wouldn’t put 
us off.  

For one reason or another I didn’t 
become pregnant until a few years later 
- and with a few scares and horrendous 
morning sickness, we didn’t get off 
to the best of starts.  Throughout the 
pregnancy I was monitored very closely, 
having scans every 4 weeks to keep an 
eye on the baby’s growth.  Due to my 
reduced mobility, I was prescribed a drug 
to reduce the risk of blood clots.  This did 
no harm to the baby, so throughout the 
pregnancy and for three months follow-
ing, I had to inject myself.  As well as hav-
ing to attend the hospital every 6 weeks 
to collect this prescription, I had 4-weekly 
appointments (until 28 weeks) and then 
2-weekly appointments.  I found using my 

ventilator overnight very difficult as 
I was unable to get comfortable, so 
regularly wore monitors to check my 
oxygen and carbon dioxide levels.  
The last few weeks were tough, I 
lost most of my mobility and had 
to adapt to losing my independ-
ence, along with being exhausted, 
uncomfortable and crazy hormone 
levels (let’s just say David needs a 
medal for getting through that stage)!

I gave birth to Alice Niamh on the 
17th December 2009, by C-Section 
under General Anaesthetic.  I would 
have preferred to have had a natural 
birth or to have been awake, but for 
me it was not possible due to my 
spinal fusion. It was lovely however, 
for David to see her first and enjoy 
a few moments with her while I was 

being “put back together”.  I spent the day 
and night after the birth in ITU, mainly to 
monitor my respiration levels, but Alice was 
allowed to visit me because I had chosen 
to breastfeed.

As any parents know, the first few weeks 
and months can be challenging, and hav-
ing a disability just gives a few additional 
challenges.  I had to get used to being a 
new mother and learn how to look after 
my baby, but I also had to  find alterna-
tive ways of doing “normal” things, e.g. 
changing nappies from my wheelchair, 
getting Alice dressed, moving her around 
with such limited arm strength etc.  With 
the help of family and friends, however, we 
found a way.  I think the hardest thing to 
do was for me to accept yes, I need help 
and no, I can’t do everything on my own.  
I also had to not care what other people 
thought - believe me I have had some 
strange looks when people see me getting 
her out the pram my way, but Alice seems 
to enjoy it though!

So far, being a disabled mother has been 
emotionally tough.  Sometimes I would 
love to just put her in the car and go out 
somewhere alone, go for a walk, or get on 
the floor and play with her and be able to 
pick her up again.  I just have to accept I 
can’t do these things and make the most 
of what I can do.

There are, however, many advantages 
to not being able to do some of these 
things…she has never needed to be 
pushed or put in the car to get to sleep, 
she loves going out and about on my knee 
(great for bonding) and she has developed 
physically very quickly, learning to climb up 
on me and get things herself.  She is also 
very patient (unlike me) because it takes 
me a bit longer to get to her.

I am now back to work part time and have 
finally managed to recruit a PA/Support 
Worker to help me on my two days off per 
week.  With the benefit of hindsight, this 
was something I now think I should have 
pushed for a lot earlier.  I had asked about 

support before I became pregnant and was 
reassured that help was available if needed, 
but being determined to be capable of 
looking after our baby myself, I too readily 
accepted the Social Services assessments 
(soon after Alice was born) which decided 
that I didn’t need any extra help.  While she 
was tiny, I could secure Alice on my lap 
with a papoose to breast feed and to move 
around, plus David was around in the night 
to help me.  As Alice grew heavier, I was 
relying more and more on relatives, friends 
and neighbours and I carried on adapt-
ing they way we did things.  For example, 
before she could roll, I would change Alice 
on the dining room table as I could posi-
tion my chair right underneath.  Perhaps I 
appeared to be coping too well, because at 
the second assessment it was decided that 
I still didn’t need help.  As she became far 
too heavy for me to lift and as I also became 
aware that Alice increasingly needed to have 
experiences like floor time, sitting in a high 
chair and eating finger foods, I acknowl-
edged that I really did need some formal 
help.  So with the support of my health 
visitor to emphasise the importance of those 
experiences for every child, 
with the backing of my 
MP and with very 
helpful advice and 
information from 
the Disabled Par-
ents’ Network, 
I finally secured 
direct payments 
at my third as-
sessment.  

Becoming a mother 
has been the best 
thing I have ever 
done and I love every 
minute.  Each disabled 
person will face com-
pletely different chal-
lenges, depending on 
strength, balance etc 
but with the right help, 
support, loving family 
and friends anything is 
possible.

As a Contact 
Volunteer, Louise is 
very happy to share 
experiences and 
support others with 
SMA Type 3 - just 
ask to be put in 
touch via the office.

Above and right;
Christmas party-goers
and an extra special
visitor! 

Calling new volunteers – could it be you?
The role of organising our social activities has traditionally been taken up by our 
dedicated Contact Volunteers.  For 2011 we have a fantastic opportunity to take
                            on an additional band of Social Activities Volunteers to help us 
                            expand the number, range and geographical spread of social 
                            events.  Would you like to organise or help to organise a social
                                activity in 2011?  If so, we’re very keen to hear from you!  
                           To find out more (without obligation!) please contact Jackie at the 
                         office on 01789 267520 or Email jackie.doubtfire@jtsma.org.uk  
                         We look forward to hearing from you!



• The female partner is under 39 years at referral
• The female partner has a body mass index (BMI) 
 of less than 30 and over 19.
• Blood/DNA samples can be obtained from a 
 couple and their affected child (stored DNA 
 samples in local genetics centres are usually 
 sufficient).

Funding
After meeting with a couple to discuss PGD the 
first thing we do to prepare for treatment is to ap-
ply for funding. PGD costs £8000 a cycle and we 
ask a couple’s PCT to pay for this. In the past we 
have had over and 80% success rate on fund-
ing, but this may change over the coming years. 
Couples who already have unaffected children are 
unlikely to obtain funding. In some areas, couples 
who smoke will also be excluded. Unfortunately it 
can take many months to obtain an answer about 
funding and this is something over which we have 
no control. 
If couples do not receive NHS funding, if possible, 
they can “self fund” which means paying the full 
price of £8000 per cycle.

Success
We have now treated over 900 couples with over 
1000 cycles of PGD. 27 babies have been born 
unaffected by SMA through PGD, to couples who 
have previously had a child affected by SMA. The 
chance of having a baby following a treatment 
cycle improves the further through the treatment 
a couple progresses. The success rates are as 
follows:

Per cycle started         =  22% (1 in 5 chance of 
     having a baby)
Per embryo transfer     = 38% (better than 1 in 3 
    chance of having a baby)

We now have nearly 270 PGD babies born in our 
centre and hope to celebrate our 300th in the early 
part of 2011.

Sadly not everyone who starts a treatment cycle 
will have embryos to transfer and some couples 
will miscarry after a positive pregnancy test.

If a couple has more unaffected embryos than can 
be transferred into the womb in a cycle, we will 
freeze these embryos if they are of good quality. 
This means that if another cycle is needed/wanted, 
we can offer a cycle using a frozen embryo which 
is far less complex that a full PGD cycle.

Preimplantation Genetic Diagnosis (PGD)  
has now been available for 20 years. The  
Centre for PGD at Guys’ Hospital has been 
offering a clinical service since 1997 and has 
now performed over 1000 cycles of PGD for 
many genetic and chromosomal disorders. 
PGD is now available for Spinal Muscular 
Atrophy SMA & since 2010, Spinal Muscular 
Atrophy with Respiratory Distress (SMARD1).
The PGD Centre is made up of health profes-
sionals working in both Genetics & Assisted 
Reproduction specialties, who work together 
to offer a comprehensive clinical service.

Options
The first time a couple find out that they are carriers 
of SMA and SMARD1 is usually following the birth 
of an affected child.  This is a very difficult and 
sad time and not only often leads to the loss of a 
baby, but also means that the recurrence risk of 1 
in 4 is something that has to be considered. Many 
couples would like to have further children and 
consider the various options available. The decision 
about which option to choose is a very personal 
one for a couple and the health professionals 
involved in their care will support any decision they 
make. The options available include:

1. Accepting the risk and taking a chance. There 
are 3 in 4 chances of having an unaffected baby. 
Testing could be offered shortly after birth to con-
firm whether or not a baby is affected.

2. Prenatal Diagnosis (PND) which involves testing 
during pregnancy from 12 weeks by chorionic villus 
sampling (CVS) or amniocentesis at 16 weeks, 
enables a couple to find out during the pregnancy 
whether or not their baby is affected. Many couples 
who have this test do so because they would not 
continue with an affected pregnancy. This is a very 
personal decision.

3. Sometimes, couples will consider egg or sperm 
donation. If the donor is tested to check that s/he 
is not a carrier of SMA/SMARD1 then this would 
avoid an affected pregnancy. This is not acceptable 
to all couples and it may be difficult to find a donor, 
however it is an option that some couples may 
consider.

4. PGD may be an alternative option as it helps a 
couple to have their own biological healthy children, 
but avoids termination of an affected pregnancy.

Referrals
We accept referrals from Regional Genetics 
Centres around the UK. In time we may be able 
to offer PGD for couples from overseas, but this is 
not currently possible. We do have a few eligibility 
criteria and these have been set as they link to the 
success of treatment. Couples can be seen if:
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Background 
What is PGD?
For full details of the treatment cycle please refer to our booklet on our PGD website (see below)
A cycle of PGD is 9 weeks long and is very similar to what is offered to couples who require 
fertility treatment. We use medication to create a number of eggs in the ovaries and then collect 
the eggs under deep sedation. The eggs are then fertilised using the male partner’s sperm and 
the resulting embryos grow for about 3 days. The embryos then have 1 or 2 cells removed as the 
following diagram shows.                                                

Stages of PGD cycle

The cells are then tested by the molecular scientists and we can then establish 
which embryos are affected or unaffected. Usually 1 embryo is placed in a narrow 
catheter (tube) into the womb. A pregnancy test 12 days later confirms whether 
there is a pregnancy.

If treatment is successful then PGD pregnancies usually proceed in the same way as 
any other pregnancy. Special arrangements are made to look after women with twin 
pregnancies, although most of our pregnancies are singletons. We offer paediatric 
follow up for all babies born following PGD at birth, 1 and 2 years.

PGD does offer an alternative option to some couples, but it does take time to set 
up and unfortunately has limited success. Unfortunately it is not a suitable treatment 
for everyone and we do our best to advise couples as comprehensively as possible. 
However, it does work for some couples and if couples would like to consider the 
treatment further then we recommend looking at our website or asking their local 
Genetics Centre for advice. 

After referral we can usually see couples within 6-8 weeks for an initial appointment. 
Then the preparation including applying for funding, setting the test up in the 
laboratory and organising the medical care for the couple’s treatment will take about 
12 months. For further information interested couples are welcome to go to our 
website or telephone us for further information.

Our website: www.pgd.org.uk

PGD Genetic Counsellors: Tel: 020 7188 1364    Fax: 0209 7188 1369
                                                

Written by
Alison Lashwood, 
Consultant Nurse in 
Genetics and PGD

Alison is a trained nurse 

and genetic counsellor. 

She has worked within 

the team at The Centre for 

Preimplantation Genetic 

Diagnosis (located in Guy’s 

Hospital, London) from the 

beginning and has helped 

to develop the service over 

the years. She is responsi-

ble for the organisation of 

the PGD process and sees 

couples in clinic to discuss 

the procedure and what is 

involved so that they can 

make a decision about 

whether they wish 

to proceed.

c c

1 Drug treatment to produce eggs 2. Scan of 
ovary showing 
development 
of egg sacs

3. Egg
collection

4. Fertilisation 
of egg with 
sperm

5. Embryo 
development 
after 3 days

6. Embryo biopsy

c c

c

7. Embryo testing 8. Embryo transfer



The Genetic Alliance’s  Route Maps for Rare 
Conditions project is a creative approach to improving 
the health and well-being of people with rare conditions 
at a national level. The project will take place over three 
years.

The project will develop a practical and cost-effective 
framework for improving  information, access and coor-
dination of health and social care services for individuals 
and families with a  range of rare conditions.

The Jennifer Trust is one of ten Genetic Alliance UK 
member groups that will be participating in this project. 

Participating Groups:
The Jennifer Trust for SMA 
UK Thalassemia Society
Stuart Strange Vasculitis Trust 
Breathtakers Charity
Prader-Willi Association UK 
AKU Society
A-T Society 
ALD Life 
RP Fighting Blindness
Cri due Chat Syndrome Support Group

We will be facilitated in developing a user-led, condition-
specific Route Map; in our case for Spinal Muscular At-
rophy. The aim is to provide a comprehensive resource 
for use by individuals, parents, families and health and 
social care professionals and will have the potential to 
play a key role in personalised care planning for people 
with SMA. 

When a diagnosis of a rare condition is given, individu-
als and families often find it difficult to access informa-
tion about the condition and the services available to 
them. This lack of information about rare conditions 
means that it is extremely difficult to play an active role 
in their care, make informed choices about their treat-
ment options or plan for their future. 

Project Outcomes and Aims
The broader outcomes of the project are:
• The development of a practical methodology 
for improving information, access and coordination 
of health and social care services for people with rare 
conditions.
• A comprehensive evaluation of the 
effectiveness of this approach.
• 10 condition-specific Route Maps to support 
individuals, families and health professionals.

What is involved?
The ten groups will be 
working with Jessica Burke, 
Project Manager from 
Genetic Alliance UK to 
develop Route Maps over the 
next two years. The work will 
involve individuals, families, health 
professionals and social / community workers. 

A toolkit will be created during the two years by 
Genetic Alliance UK to be based on work that is done 
by the ten groups. Other groups can use the toolkit to 
develop their own condition-specific 
Route Map. 

There will also be an evaluation undertaken 
alongside the project and following the completion 
of the Route Maps. 

How you can help us
Together with you and healthcare professionals, we 
will initially build up a picture of the services families 
affected by Spinal Muscular Atrophy currently receive 
in the United Kingdom.  

If you or a member of your family has SMA, your 
views on patient information and services will help us 
understand the way in which people experience avail-
able services. We would be grateful for your involve-
ment to help inform the development of this important 
project. We invite you to participate in an initial survey 
which we can provide by email or post. We anticipate 
conducting a limited number of telephone interviews 
and focus groups during the course of the project 
and as the project evolves we will seek feedback on 
our draft Route Map. 

If you are would like to participate in the survey, 
please register your interest by emailing jennifer@
jtsma.org.uk or by phone 01789 267520 by 11th 
February 2010. We can provide the survey by email 
or post, so please indicate your preferred choice.

By completing this survey in confidence, you are giv-
ing permission for the information to be used by the 
Jennifer Trust for the purpose of the project. Nothing 
that could reveal your identity will be disclosed out-
side the project group. After analysing the informa-
tion, some or all of it may appear in open publica-
tions. Procedures for handling, processing, storage 
and destruction of your information will be compliant 
with the Data Protection Act 1998. 
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Route maps 
for rare conditions

Our son Daniel was diagnosed with SMA when he 
was 9 months old. Like most of the parents that 
we have met or read about, we had never heard 
of the condition and did not know anybody in our 
families who had suffered from any type of 
genetic condition. However, as much as the 
diagnosis itself was a shock to us, the thought of 
potentially having more children with the same 
condition was devastating. After a lot of thought 
and reading through the various information 
available we asked to be put on the waiting list 
for the PGD.  

This happened in 2007 
and the fertility treatment 
started in December 2008. 
This may seem like a long 
time but to us the time 
on the list did not feel 
as if we were waiting for 
something to happen. 
We were too busy getting 
used to living with SMA, 
organising ourselves so 
that we would be able to 
look after Daniel to the 
best of our ability. When 
we actually got the letters 
for the first appointment 
at Guy’s we were at the 
local children’s hospital 
with Daniel as he was fighting his first severe chest 
infection.  You may think that this would not be the best 
time to start the treatment but I can still recall one night 
when I was coming home after a long day at hospital, 
arriving back to an empty house that was very still 
and quiet. The thought of losing Daniel and not having 
anybody at home to call me ‘mum’ hit me quite badly 
and made me feel more strongly about wanting to go 
through with the process. 

The medication routine for the IVF part of the proc-
ess was relatively simple and much easier than I had 
thought even though it involved me sticking needles 
into myself. The part that I was most nervous about 
beforehand was the egg collection but, with a lot of 
reassurance from the medical staff at the hospital and 
sedative medication, it all went very well and I did not 
feel any pain at all. I cannot remember details of how 
many eggs they were able to collect or how many were 
fertilised but in the end I know there was only one em-
bryo that was healthy and suitable for implantation. 
The hardest part of the process however was not the 

A Parent’s Experience of PGD
by Susanna                         

medical procedures that we went through but the 
emotional rollercoaster ride that I was on during the 
time I was taking the IVF medication as my hormones 
and my moods were all over the place. I had not pre-
pared myself for that but luckily, and by coincidence, 
I was seeing a counsellor at the time who was able to 
support me through this as well as through the epi-
sode of Daniel’s chest infection and recovery from it.

My husband and I didn’t dare to hope that I would 
fall pregnant on our first treatment round but that is 

exactly what happened. I did have a scare about 
one week after the 
positive pregnancy 
test as I had a heavy 
bleed and  thought 
that I had miscarried, 
but a scan showed 
that the pregnancy 
was still very much 
ongoing and in Octo-
ber 2009 a little baby 
girl was born and we 
named her Sophia. 

Daniel absolutely adores 
his little sister and is 
so happy to have her 

around. Although Sophia is only 14 months old it 
feels as if she is aware of Daniel’s condition and she 
is incredibly gentle with him. She often leans over to 
Daniel and rests her head against his when she likes 
a cuddle. She also moves his hand when they are 
lying on the floor and just last week I watched her lift 
toys from the floor for him so that he could play with 
them. Daniel looks out for Sophia and enthusiastically 
talks about her to anybody who is willing to listen. 
He calls her ‘four wheel baby drive’ when she crawls 
over him and a few weeks ago he came home from 
school with a teddy bear that he had bought for her 
from the Children in Need charity sale - I honestly 
cannot recall being this thoughtful with my sisters 
when I was 4 years old. 

The journey that we started two years ago has not 
been easy and juggling life and two kids especially 
when Daniel had to spend a month in hospital earlier 
this year with a chest infection has been very chal-
lenging. However we do not regret the decision that 
we took to go with PGD and if we were to go back 
in time and face the same situation again, we would 
make the same choice in an instant. Daniel and 
Sophia are worth it. 

Above; Daniel and 
Sophia strapped in and 
ready to go!!



Here at The Jennifer Trust, more than ever, 
we require support from companies, but 
understand that the shift in economic times 
has made companies put more time and 
thought before donating to charities. There 
are a number of ways that companies can 
help us as well as just straight donations.

Charity of the Year – By building long 
term partnerships with companies, we 
are able to be mutually beneficial. Funds 
can be raised in a number of ways by the 
companies, for example taking part in 
events or fun days. By spreading out fun-
draising across the year companies can 
adopt a ‘look after the pennies’ approach 
– it is surprisingly how small amounts of 
fundraising build up!

Volunteering – The Jennifer Trust has a 
number of specially created volunteering 
roles that companies can take advantage of 
for their staff. From helping to man fundrais-
ing events and hand out water to weary 
cyclists to helping to raise awareness by 
attending exhibitions, volunteers can make 
a huge difference.

Fundraising in the Workplace – By tak-
ing on schemes within the workplace, com-
panies can provide a fantastic donation and 
motivate employees. In large companies a 
Dress Down Day where all employees 
donate a pound really add up! Collection 
tins in the workplace are also a simple 
way for employees to round up their loose 
change to make a difference.

Gifts in Kind – Donating services or goods 
are a fantastic way for companies to help 
us and can be as valuable as monetary 
donations. For example, MCL generously 
donated a 42” LCD TV which was used as 
a prize in our 25th year Christmas raffle. 
This helped enable us to make the raffle 
possible. Many companies have useful 
skills that would enable us to save money, 
e.g helping with artwork for design projects.

We are always more than happy to 
publically thank corporate donors, if 
suitable, in various ways including our 
website, and within Inspirations itself, 
helping to build a strong partnership. 

If you feel that the company you work for 
may want to support us in any of the above 
ways, please do not hesitate to call Emma 
on 01789 290268.

The Changes in Corporate Giving

Above;  The Stratford Hotel hosting a Halloween fundraiser 
Top;   Calfordseaden take on our Birmingham to Oxford bike ride

Legacy Support for The Jennifer Trust 

It’s a common myth that only the very wealthy and 
famous leave money to charities when they pass away. 
This couldn’t be any further from the truth. 

The reality is without the gifts left in wills by people like you, many of the 
charities we know and support today wouldn’t even exist. Legacies are the 
foundation for many of the charities in the UK and are vital in making sure 
that all the good work we do can continue. 
Once you have considered your friends and family please consider leaving a 
life-changing gift to The Jennifer Trust for Spinal Muscular Atrophy.
There are a number of options when it comes to making your Will, but we 
always recommend consulting a professional. It may seem cheaper and 
easier to write a Will yourself, but a professional will ensure that all the legal 
formalities are correctly followed and that your Will is valid. A valid Will gives 
you peace of mind that your exact wishes will be carried out the way you 
intended.

Leaving a legacy to The Jennifer Trust is an excellent, effective way 
to support our essential work and can help secure our operation for 
future generations. Look out for the Legacy Section of the New 
Website in 2011 or give Doug a call on 01789 290 266 for further 
information.

At the 2009 Jennifer Trust annual conference, the idea of hosting 
a disabled and sexy fashion show was born, unsurprisingly from a 
group of disabled and sexy young people! The fashion show was 
inspired by and in memory of Zoe Palmer and Meg Owen. Driven by 
Tess Daly and a team of young people affected by SMA the Disa-
bled & Sexy Fashion Show was held on the 25th October at The 
Tabernacle, Notting Hill, London and was a fantastic success.

The Disabled & Sexy Fashion Show was a project run entirely by 
young people affected by SMA. It achieved its initial goals of raising 
awareness and empowering young people with or without dis-
abilities, and also raised a grand total of approx £5,000, looking 
fabulous the whole time!!

We would like to thank a number of people involved in the show. 
Firstly, the young people involved with a special mention for Tess 
who made the show not only happen, but such a success. We 
feel that Tess has not only achieved her goal of showing that 
disabled and sexy within the fashion industry is more than pos-
sible, but also has inspired many of our younger children with 
SMA and their families. We would also like extend our thanks to 
Roisin Isaacs, without her support the show would not have been 
possible. Jonathan Phang and Jon Snow very kindly donated their 
time and support and helped make the show what it was. We also 
had guest model David Proud, Eastenders actor, joining us on the 
evening which was fantastic. 
So many suppliers donated clothes, accessories, and auction prizes 
– to all of which we are truly grateful.
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Tess’s thoughts: 
‘I personally want to say thank you to everyone involved, and not just 
the obvious people - but also the people who made the event 
possible, such as the PA’s, family and friends of the models who had 
to frantically change everyone in super quick time as though they 
were heading out for a Dolce & Gabbana show or something! Also, 
everyone who came, who bid on the auction, and just everyone in 
general who made the day such a success.  
 
Organizing the show, although my hair is now grey and falling out in 
clumps, was one of the most rewarding and exhilarating things I have 
ever done in my life. As hard as it 
was at times, I knew that it would 
pay off in the end. For every 10 
heartbreaking ‘nos’, that 1 moral 
boosting ‘yes’ put me right back 
on top of the world. Planning the 
fashion show has changed me 
so much as a person, as I now 
have belief in what I can do if I put 
my mind to something. I faced 
challenges that I wouldn’t have 
thought I could have conquered 
in a 100 years - but I did, and it 
was SO worth it! I am so proud 
of everyone, and contrary to 
popular belief - I can’t wait to do 
it again next year!!’

 ‘The Disabled & Sexy Fashion Show’ 

The Jennifer Trust presents...
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We would like to thank all of 
the individuals who have 
donated to our Christmas 
Appeal for a Research student 
through our Justgiving site, 
www.justgiving.com/The-
Jennifer-Trust. This is an 
ongoing appeal so please 
continue to donate online to 
help us reach our goal.
The total currently stands at 
£6,792.85 - Thank You!

We have had a fantastic amount of support over the last year 
and would like to take this opportunity to thank you all for 
your fundraising, awareness-raising and dedication.
Here are a just a few examples of the tremendous acts of 
generosity that we have received;

Thank you to Delia Fraser for auction monies raised from a 
varied collection of antiques totalling £792.43

John Presley for his photographic expertise at the 
Disabled & Sexy Fashion Show

Lisa Griffin for hosting a Halloween Spectacular and for her 
ongoing support  

Joseph Irwin for his generous donation to Toby Joseph Irwin 
Angel Fund

All of our corporate 
donors for their 
generous donations 
and fundraising; and 
Lakeside Regulatory 
Consultancy Services 
for £2000 towards the 
Jennifer Trust Christmas 
Appeal. And Norbert 
Dentressangle for 
nominating the Jennifer 

Trust as Charity of the month and raising 
£611.30

Peaks Social Club for their incredible donation of £10,000

Thank you to Cogenhoe Cricket Club for their 
continued support

Thank you to all of the Trusts that 
have supported us over the past 12 
months including; The Henry Smith 
Charity, The Bruce Wake Charity, 
Enkalon Foundation, The D’oyly 
Carte Charitable Trust, Montague 
Thompson Coon Charitable Trust 
and The Bodfoch Trust

Linda Germundsson for her 
exceptional fundraising for her 
participation in the ‘2010 Adidas 
Women’s Challenge’ and raising over 
£3500

Geraldine O’Reilly, Barry 
McElduff, Catherine Livingstone 
& Kate Moore for completing 
the Great South Run in aid of The 
Jennifer Trust

Dan Clarke for taking on the 
challenge of The Big Woody Triathlon 
and raising nearly £1958.21 through 
his online Justgiving page

Tiina Ylonen for raising £968.21 
from running in the 2010 Helsinki 
Marathon

A special thank you to Jane Smith 
and all of her friends and family who 
have done an incredible amount of 
fundraising over the past year and 
are planning more events in the 
forthcoming year for the Leo Smith 
Angel Fund

Martyn Pilgrim and his grandson 
Connor for entering the Yorkshire 
mini mile and raising £135 and to 
Santander for matching this donation.

A huge thank you to Dave & Nicola 
Jones for completing the Great North 
Run and Grandma Jean for her 
ongoing support in the community, 
for Baris Inel’s Inspiration Fund. Also, 
Newfold Community Primary 
School and Sue Fairclough for their 
fundraising and help for Baris and 
Nicola.

Kyson Primary School in Suffolk for 
raising £571.21 for the Regan Moir 
Angel Fund

The Square Shopping Centre, 
Manchester for nominating The Jennifer 
Trust as their Christmas charity

The Rotary Club of Tettenhall for 
raising £225

Thank you Lora, Richard and 
Jake Stacey and their friends 
and family for raising a fantastic 
£397.65 from the ‘Walking for Jake 
2010’ event.

Many thanks to the pupils and staff 
of Ysgol Gymraeg Cwmbrân for 
donating £610 from their fundraising

A huge thank you goes to Rena Baird 
and her friends for organising the 
annual jumble sale once again and 
raising an amazing £2274.30.

Thank you to Anna Brooks for her 
successful bid in making us charity 
of the year at her school, Presdales 
School, Ware in Hertfordshire.

“Along with Ian and Heather Walker from 
Aberdeen we held a very successful Ceilidh in 
Aberdeen on Saturday 26th September.

There was a raffle with fantastic prizes- the 
main one being a personalised cuddly dog, 
which was kindly donated to us by the Build 
a Bear factory in Aberdeen.

It was named DEK after Daniel, Eve and 
Keiran and we had a giggle sound put in him 
to remind us of our happy babies!

We raised an amazing £1350 which was more than we could have ever 
imagined getting.

It was such a success that it will hopefully become an annual event!” 
By Clare and Stuart Clarke.

Along with the 
success of The 
Disabled & Sexy 
Event, another 
Fashion show 
held in aid of 
The Jennifer 
Trust as well as 
The Eden Valley 
Hospice on October 16th in Penrith, by budding designer 
Karl Bowman. Thank you to all of those who took part 
and especially to Karl for his hard work and generosity, 
donating £426 to us!

A big thank you to Clive 
Chappell and Justin 
Waterfall for raising £515 by 
taking part in the Screwball 
rally in memory of Annie.

 

Thank you very much to everyone 
that took part in our raffle, which 
has raised nearly £8000! The 
winning tickets were drawn 
on Friday 17th December and 
congratulations go to all winners 
especially the following people;

l	 1st Prize: £1000

 - John Howells

l	 2nd Prize: 42” LCD HD

 Ready Television

 - Mr R Stevens

l	 3rd Prize: Dinner, Bed &

 Breakfast at a Pricipal

 Hayley Hotel - R Dinsmore

We would also like to thank 
MCL for providing the 2nd 
prize 42’’ LCD television and 
for their ongoing support.

Full list of prize winners available 
on request

Other prize-winners

Congratulations to Abi Torricelli 
for winning first prize in our 
balloon release that took place 
at our 2010 conference, Abi’s 
balloon made its way to Woking. 
Also Well Done to Chloe Toons 
for being the first person to 
successfully complete and send 
in the word search in our previous 
Inspirations edition.

The Jennifer Trust for 
Spinal Muscular Atrophy

25th Year Christmas
Raffle 
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A big thank you to Selina Richards 
of Arriva Trains Wales, who won £250 
from her employers ‘Community 
Action Award’ by nominating The 
Jennifer Trust and telling them about 
the work that we do. She is pictured 
below with a photo of her nephew 
Jake Ogborne who inspired her to 
enter.
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We would like to thank all our supporters this 
year for helping to raise valuable funds in the 
current difficult economic environment. We have 
had some fantastic fundraising events organised 
on our behalf that have helped raise our profile 
in local communities across the UK
 
To help with their fundraising some families and sup-
porters have established Inspiration funds. Inspiration 
Funds have been established in the name of family 
members, friends and groups who have fundraised 
for the Jennifer Trust. By naming the fund in this way 
fundraising has become more personal, resulting in 
family and friends being able to raise so much more. 

The Baris Inel Inspiration Fund

Brighton Marathon
Sunday 10th April 2011

Places are limited for this prestigious event in 
the heart of one of Britain’s best loved seaside 
towns. As an alternative opportunity to the 
London Marathon this event never fails to be 
a fabulous day with a great supportive 
atmosphere, fun and a sense of achievement 
for each participant.

15
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Inspiration Funds

The Baris Inel Inspiration Fund was set up in 2007 and the Inel Family have since 
raised £5574.19 and registered a star in their family name. The Inel family have 
taken on a number of fundraising activities including a sponsored pub crawl, 
coffee mornings and participating in the Great North Run. The Inel family’s sup-
port and commitment has been vital for the Jennifer Trust and we would be 
delighted if other families would get involved in the same way. 

If you would like to establish an Inspiration Fund or would like further 
details then please contact Natalie Port on 01789 290267 or email natalie.
port@jtsma.org.uk 

London to Paris Cycle
11th – 15th May 2011 

Experience this phenomenal bike ride between two 
great capitals, whilst raising money for The Jennifer 
Trust and meeting new people. “A challenge like this is 
not just about distances covered and start and 
finishing points, the bike ride is about group effort, 
friendship and more importantly, spirit.” Skyline Events

Guys Abseil
28th & 29th May 2011

This is a fantastic opportunity to scale this infamous 
tower for the very last time! Due to amendments to the 
hospital’s structure, The Jennifer Trust abseil will be the 
last possible chance to descend the London landmark, 
and will therefore undoubtedly be a momentous 
occasion. For the 5th year we will be using our 
trustworthy experts from ‘Over the Edge’ to support and 
guide you, ensuring that this will be an 
unforgettable experience.

Birmingham to Oxford 
Bike Ride
Sunday 3rd July 2011

The Birmingham to Oxford 
Bike Ride is an event offered 
exclusively to  The Jennifer 
Trust and is now in it’s 8th 
year. The event regularly  at-
tracts over 600 participants 
and is an achievable distance 
that could  just be the start of 
your cycling adventures!

Jennifer Trust Events
Fundraising support is vital for the Jennifer Trust as 
funding is needed to deliver much needed services to 
all those affected by Spinal Muscular Atrophy. Although 
we have had fantastic support this year, we need even 
more next year. Times are still hard and your commit-
ment to the Trust would make such a difference so that 
we can provide all the services to those who need them 
the most. Everyone who fundraises for JT is a valuable 
asset to our current and future work and an Inspiration 
Fund gives you the opportunity to be directly involved 
and make a real difference in our work. As your com-
mitment and hard work is so important to us we will 
recognise your dedication of raising £5,000 by register-
ing a star as a thank you. 

Community Events
by Peter Foley
Thank you to Peter Foley & the communities of 
Clitheroe & Chatburn for their collective dona-
tions of £876.26. The money was raised from a 
Gardening evening held for Ernie Sedgwick, an 
ongoing supporter of the Jennifer Trust, whose 
allotment was sadly vandalised earlier this year.

We were very pleased with the evening and the facili-
ties provided for us by Girl Guiding UK were excel-
lent, and the Jennifer Trust evening made a perfect 
community event for Waddow Hall. Emma Phillips is 
a long time supporter of JTSMA and attended with 
her two sons Wilson and Sammy who have SMA 
Type II. They are great ambassadors for the charity 
and were willing to answer questions on the evening. 
Emma gave a brilliant oversight of what SMA is and 
how The Jennifer Trust helps people both with 
support and also funding research projects.

We raised £458.26 from admissions, raffle and plant 
sales. There was also £418 raised prior to this by 
Mandy Paul of Hudsons Ices in Chatburn, who was 
there on the evening selling her famously acclaimed 
Raspberry Buns and had collections in the shop. As 
well as holding sales during June (with help from Girl 
Guiding UK following their Clitheroe Market Bring & 
Buy stall) and manned by Ernie’s wife Joan. 
This makes a Grand Total of £876.26 for the  
Jennifer Trust.

 
Stephen Lowe, presenter 
of the Gardening and 
Outdoors programme on 
BBC Radio Lancashire 
compered the evening. He 
fielded questions from the 
audience, which my son 
John, from Holden Clough 
Nursery, and myself  
answered with useful tips from Stephen. 

We showed an excerpt from BBC Gardeners World with 
Toby Buckland and Carol Klein at Chatburn and Knowle 
Green which of course featured Ernie and several of his 
friends. Ironically it was later on the same evening that 
Liz and myself were in the village doing research work 
to get the tv programme to come here, that the vandals 
did all the damage at the site. 

Refreshments were provided by Waddow Hall and raffle 
prizes were generously donated by several local busi-
nesses and national seeds firms. Robinsons of Forton 
who grow the Mammoth Onion had supplied some of 
their new season’s seed and both Ernie and myself won 
one of these, so we are having a head to head competi-
tion in 2011!

The evening was rounded off with thanks to all who 
had made the evening possible and then due to the 
generosity of Bulldog Tools at Clarington Forge, Wigan, 
Ernie was presented with a brand new fork and spade 
by Stephen Lowe.

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



What the South West Neuromuscular 
Network can do for babies, children and 
adults with Spinal Muscular Atrophy (SMA) 
Types 1, 2, 3 and adult onset.

Introduction 
The South West Neuromuscular Network is an 
NHS clinical network.  It was set up as a result of 
the work and campaigning of the Muscular Dys-
trophy Campaign which highlighted the challenges 
faced by children and adults living with a range of 
neuromuscular and associated conditions, 
including SMA. The Network recognises the work 
of charities such as the Jennifer Trust for SMA and 
will utilise their specialist knowledge to support the 
neuromuscular community in the South West.  The 
Network covers the whole of the South West from 
Cornwall and the Isles of Scilly to Gloucestershire, 
Wiltshire and Dorset.   

The aims of the Network are to improve access 
to diagnosis, treatment and support services for 
people with rare, progressive and sometimes 
life-limiting conditions.  The Network works hard to 
raise awareness about the issues faced by people 
who have been diagnosed with a neuromuscular 
condition.  

Neuromuscular Advisors
Across the South West, there are five Neuromus-
cular Advisors who play an important role in help-
ing individuals and families.  They can be present 
when a diagnosis is given and provide on-going, 
long-term support.
The Neuromuscular Advisors are a vital link 
between hospital staff such as Neuromuscular 
Specialist Consultants and community health and 
social care staff such as Social Workers, 
Community Nurses and General Practitioners.  
For children, their families and adults with SMA 
Types 2, 3 and adult onset, they can provide 
support, signposting and advice on:

•    Occupational Therapy services for mobility 
aids, equipment and housing adaptations;
•    Physiotherapy services for advice on exercise, 
stretches and equipment such as splints and 
braces;
•    Special Needs Education Officers for advice on 
accessibility to schools
•    Access to Work and Disability Employment 
Advisors for advice on accessibility to the 
workplace;
•    Benefits Advisors for advice on Employment 
and Support Allowance, and Disability Living 
Allowance;
•    Mobility Assessment Centres for advice on 
vehicles;
•    Independent Living Centres for advice on a 
range of equipment and aids;
•    Hospice and Respite facilities for support at 
End of Life and breaks;
•    Speech and Language and Dietician services.
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Newlife Foundation for Disabled Children is a 
national charity, founded in 1991, that 
specialises in making life better and brighter 
for disabled children and their families.   
Newlife achieves this through its services and 
funding of 4 key areas of action:
 
Nurse Services
The National Helpline is staffed by a qualified 
team of Nurses who listen, advise and offer help 
and support to all who call or contact them.  The 
Nurses use their clinical skills and understanding to 
provide an invaluable service to families who have 
a disabled child. Whether you choose to contact 
them through a call or via the instant-messenger 
Live Nurse Chat service, Newlife Nurses are a 
confidential and trusted source of support and 
information to thousands of families every year.  
With 123 years of combined experience between 
them, Newlife Nurses offer immeasurable support 
and the team has recently expanded to respond to 
the growing number of calls to the service.  All calls 
are free on 0800 902 0095. 

Equipment Grant Services
Newlife Nurses are the access point for families 
applying for a grant for equipment relevant to their 
child’s disability. This could include anything from 
wheelchairs to beds, hoists to seating systems 
and much more.  One free phone call can result 
in completion of a simple application form for one 
of Newlife’s Equipment Grants or in signposting 
to another funder.  Newlife Equipment Grants are 
non-means tested and often a decision on equip-
ment can be made in days.  A new equipment loan 
scheme ‘Just Can’t Wait!’ starts in February 2011, 
and it is targeted to specifically help children who 
are terminally ill, where the need for equipment at 

 Disabled Children at the heart of Newlife

Contribute to Important National Statistics

For a family with a baby who has 
been diagnosed with SMA Type 1, 
the Neuromuscular Advisors are 
available for secondary support 
alongside paediatric health services, 
hospice services and the Jennifer 
Trust outreach workers.

New Neuromuscular 
Consultants and 
Neuromuscular Physiotherapists
New Consultant and Physiotherapist posts have 
been created in the South West to improve ac-
cess to specialist neuromuscular clinics (adult and 
paediatric) and physiotherapy services.  The aim is 
to enable more people to see neuromuscular spe-
cialists closer to home.  New outreach clinics are 
planned and we will be keeping people informed of 
progress through our newsletter.  The adult Con-
sultant post in Plymouth is yet to be filled, however 
adult neuromuscular clinics based at Frenchay 
Hospital in Bristol have already been successful.  In 
the New Year, we hope to see the Neuromuscular 
Physiotherapists recruited. They will lead the way in 
ensuring that local Physiotherapists have increased 
knowledge of neuromuscular conditions.   

Raising Awareness of neuromuscular 
conditions
People with a neuromuscular condition often say 
they find it hard because often no-one seems to 
have heard of their condition or understand what it 
means.  The Neuromuscular Advisors are happy to 
come and speak to General Practitioners, School 
Teachers, Employers and a range of other profes-
sionals who would like to know more about the 
conditions.

If you would like to find out more about the work 
of the South West Neuromuscular Network, please 
register on the Network database, or contact the 
Neuromuscular Advisor in your area, please con-
tact: Sharon Standen, the South West Neuromus-
cular Network Administrator, can be contacted on 
0117 330 2597 or e-mailed at swscg.neuromuscu-
lar.nhs.net or go to the Network’s website at http://
www.swscg.nhs.uk/networks/Neuromuscular/
Neuromuscular.htm

home is urgent.  Newlife has spent £5.6 million on 
Equipment Grants in the last six years.

Medical Research
Newlife believes that medical research holds the 
key to finding the causes of disability and life-
threatening conditions.  By funding this research 
Newlife aims to improve understanding, diagno-
sis, treatment, prevention and improve children’s 
health in the UK.  Newlife has spent £11 million on 
research in the last 20 years. 

Campaigns and Awareness
Many parents feel alone in the daily struggles and 
battles they face when looking after their disabled 
child, so Newlife Foundation’s campaign and 
awareness activities help to give them a voice on 
important issues. 

All this help starts with a phone call.  Newlife Nurse 
Helpline (0800 902 0095) is available Monday - 
Friday 9.30am-5pm and Wednesdays until 7pm.  
Live Nurse Chat is available during office hours at 
www.newlifecharity.co.uk

Newlife ask for no subscriptions or memberships 
and all services are free.  Newlife’s Lead Nurse 
Karen Dobson says: “Our Nurses have great real-
life experience and so this service does not operate 
like a Call Centre.  We are real Nurses helping real 
families, facing real difficulties, providing 
information, so do give us a call and we will be 
pleased to help.”

Above; Jennie Shine, 
Neuromuscular Service 
Network Manager

Sarah Rennie tells us how and why it is important..........

I am 25, have type 2 SMA and have the support of a team of PAs to help me live and work independently.  
I recently attended a workshop about the National Minimum Data Set for Social Care (NMDS-SC), which is 
managed by Skills for Care, and aims to gather information about the adult social care workforce.  I was shocked to 
learn that out of 217,000 direct payment recipients in England alone, only 51 of us had provided data to the 
NMDS-SC!  I thought I would pass on what I have learnt. 
 
NMDS-SC requires employers to input anonymised data about their support staff either online or on paper.  It is 
hoped this will inform government policy on funding, help strategic planning and develop a better understanding 
of the workforce at a national and regional level.  For me personally, I understand that potentially I would be able 
to use the reports to understand the demographics in my area, be able to check my PAs’ wages against the local/
national average and obtain more training opportunities for me and my PAs. 

But this won’t happen unless we participate!  It is thought that one reason the Health sector fared better in the 
‘spending review’ is because, unlike the social care sector, they had reliable comprehensive data to back-up their 
funding requirements.  If you or your family employ or engage any support staff (in any capacity) then please take a 
look at the website www.nmds-sc-online.org.uk or call Skills for Care on 0113 245 1716 for more information.

'Newlife Foundation for Disabled Children - Registered Charity: Number 1001817' 
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Future plans 
This program has entered clinical development. We are currently preparing the design of a dose-response study in 
SMN7 mice. Viral vector for this study has been generated and the study will start shortly. The following work and plans 
are ongoing: 

• Orphan Drug Designation application submitted to the European Medicines Agency (EMA)
• We are seeking guidance from regulatory agencies to evaluate our pre-clinical package to make sure 
 that our project will deliver a product suitable for clinical applications. First meeting with GTAC took 
 place on 8th December 2010. Further meetings are planned with EMA. 
• Pre-clinical package is being finalized and contact with CROs has been done to undertake the studies 
 under GLP compliance. 
• First meeting with Amsterdam Molecular Therapeutics (AMT) was held on 15th September. We discussed 
 how AMT will help us with GMP vector production. 
• Funding applications to support the project are being prepared or submitted to various organizations. 

Very few of you will remember the very first 
Conference in this series, which we organised 
at the RJAH Orthopaedic Hospital in Oswestry 
in February 2005, because it was a small-scale 
gathering and cost us little or nothing.

It is gratifying to see the conference survive and 
grow as an annual event, attracting participants 
from outside the UK and requiring significant 
and much-appreciated sponsorship by the 
SMA Trust and the Jennifer Trust for SMA. Their 
support has helped to keep the conference 
focused on two key issues in the search for a 
treatment for SMA: “How does reduced SMN 
cause the SMA phenotype?” and “How can we 
treat SMA by bringing back the SMN protein (or 
by other means)?”

Larger meetings can often inhibit active 
participation, so we have aimed for a round-
table atmosphere where everyone can 
contribute to an open discussion.

This year’s venue in one of the wildest areas of 
Wales was the inspired choice of Karen Elder 
of the SMA Trust. “O let them be left, wildness 
and wet” said the North Wales poet, Gerard 
Manley Hopkins, though we are hoping that the 
“wet” will not show itself too much during the 
meeting.’

The above is the welcome from Glenn Morris, 
who with his team was responsible for hosting 
the 2010 conference. As Glenn said the 
conference has grown over the years and the 
Jennifer Trust is very pleased to have been joint 
sponsors of the conference for the last three 
years with The SMA Trust.  It is an opportunity 
for the researchers to come together and share 
their findings and network with each other. 
For the second year running a Welsh Ceilidh 
provided the entertainment after dinner and 
Tessa Rice spoke about her experience of 

having a child with SMA in her family. For the 
researchers it is important to hear what it is 
like for the families who live with SMA and to 
see that their research is valued and important, 
and for the Jennifer Trust it is important for the 
researchers to know that we value and support 
the work that they are doing.

This year there were 20 presentations plus 11 
poster presentations.

Dame Kay Davies opened the conference by 
giving an overview of SMA research during 
the 20 years since the first genetic linkage 
studies, and discussed whether reduced 
SMN causes motor neuron loss through its 
role in RNA splicing or through an additional, 
neuron-specific role for SMN. The workflow 
required for molecular analysis of SMA was 
described, including an overview of available 
mouse, drosophila and C. elegans models of 
SMA. Some of the many unanswered questions 
about SMA therapy, such as therapeutic timing, 
delivery across the blood-brain barrier, safety, 
whether treatment should be aimed at nerve, 
muscle or both and the possibility that SMA 
is a systemic disease were discussed. She 
emphasised not only the value of international 
agreement on outcome measures for clinical 
trials, animal models and drug screening 
methods, but also the need for participation of 
biotechnology and pharmaceutical companies in 
developing SMA treatments. 

Kevin Talbot (Oxford) reminded the meeting 
that certain key questions remain unanswered. 
The precise biochemical function of SMN and 
the exact mechanism of motor neuron loss are 
both still unknown. The question of where SMN 
function is required to prevent neuron loss is 
still open the question: it could be in the motor 
neuron nucleus, the axon, the synapse or in 

muscle post-synaptically. 
SMA could be a failure 
of motor neuron development, rather than a 
neurodegenerative disorder. This raises the 
question of whether SMN replacement therapies 
will work once past a certain stage of disease 
progression. He also pointed out that larger 
reductions in SMN associated with severe SMA 
do affect other tissues, so systemic increases 
in SMN may be preferable to increases in motor 
neurons alone. Finally, he presented evidence 
to suggest that SMN may be a modifying factor 
in the severity of Amyotrophic Lateral Sclerosis 
(ALS).

Further presentation were given by researchers 
at Edinburg, Exeter, Oxford, St Andrews, 
Sheffield, Oswestry, Leicester and London. This 
meeting is primarily for UK researchers although 
a number of invited speakers from abroad 
attend. This year there were presentations from 
Barcelona, Zagreb, Cologne, Berne, Paris, and 
Nantes. 

There is not enough room to reproduce the full 
report here and indeed the scientific language 
means that it is difficult for the average lay 
person to interpret. We will have the full report 
on our website or are happy to post on request.

Plans are already taking place for the October 
2011 conference which will be in London.

The following is an edited version of the recent report Professor Azzouz 
has provided to The Jennifer Trust as funders of this project. It is very 
exciting news and we wish Professor Azzouz and his team good luck with 
their further research studies.

Professor Mimoun Azzouz 
SITraN, Department of Neuroscience, University of Sheffield, 385a Glossop 
Road, Sheffield, S10 2HQ 
E-mail: m.azzouz@sheffield.ac.uk

Summary 
Spinal Muscular Atrophy (SMA) is one of the most 
common genetic causes of death in childhood. SMA is 
caused by mutations of the survival motor neuron (SMN) 
gene. Gene therapy aimed at restoring the SMN protein 
expression represents a rationale therapeutic approach to 
ameliorate the disease phenotype. We are delighted to 
report that the work supported by Jennifer Trust for 
SMA led to a major breakthrough in SMA therapy in 
our laboratory. JTSMA support allowed us to explore 
various vector systems that could be suitable 
for therapeutic strategies in SMA. We recently 
showed that a single injection of self complementary 
adeno-associated virus serotype 9 expressing GFP or 
a codon optimized version of SMN into the facial vein 
at postnatal day 1 in SMNΔ7 mice leads to widespread 
gene transfer. Furthermore, gene therapy mediated 
complete correction of the motor deficits in these animals 
resulting in a substantial extension in their life span. This 
data is the first to demonstrate a significant extension of 
survival in SMNΔ7 model and provides evidence for the 
most efficacious therapy observed in this field to date. 
This finding has been in the prestigious Science Journal 
Science Translational Medicine. Our future and ultimate 
goal is to progress the SMN replacement approach to a 
phase I clinical trial in SMA patients. 

However, progress is limited by the requirement 
for further pivotal pre-clinical studies. These pre-
clinical studies will provide essential information about 
dosage and suitability of our vector system for clinical 
application in SMA patients. Funds are therefore required 
to accelerate the clinical development of our gene therapy 
strategy, taking it all the way to the start of a phase I 
clinical trial. 

Aims of the project 
The overall objective of this project is to progress the 
SMN replacement approach to a phase I clinical trial in 
SMA patients. A significant amount of basic research 
has already been undertaken. The data of scAAV9-SMN 
proof-of-concept are summarised below:
 
Systemic Delivery of scAAV9 expressing 
SMN Prolongs Survival in a Model of SMA 
Recently, we have been extensively using viral vectors 
as a means to perform therapeutic strategies for motor 
neuron diseases such as ALS and SMA. We have 
previously demonstrated that lentiviral vectors encoding 
SMN  could be successfully used to enhance SMN 
protein levels within motor neurons in the SMNΔ7 mouse 
model with concomitant reduction in motor neuron death. 
However, the marginal efficacy of this original therapeutic 
approach prompted us to explore different strategies for 
gene therapy delivery to motor neurons to achieve a more 
clinically relevant result. 
We reasoned that further extension of survival by SMN 
replacement would be likely to require a gene targeting 
strategy allowing increased expression of the SMN protein 
and more widespread distribution of the transgene. We 
and others have shown that self-complementary adeno-
associated vectors serotype 9 (scAAV9) mediates efficient 
and sustained transgene expression in spinal motor 
neurons following systemic administration in neonate 
mice. The advantage of using scAAV in comparison 
with traditional single-stranded DNA AAV is that it allows 
a faster expression of the transgene in vivo.. We have 
generated scAAV encoding a codon optimized version of 
the SMN gene and successfully used it to enhance SMN 
protein expression levels compared to those previously 
achieved in the murine spinal cord. Our finding has 
been published in the Science Magazine Journal, 
Science Translational Medicine (14). 

Viral Vectors-Mediated SMN 
Replacement in Spinal Muscular Atrophy

‘Welcome to North Wales for the 7th UK SMA 
Researchers’ Conference.

Register online at www.treat-nmd.org.uk/registry Or email registry@treat-nmd.org.uk  

Update on Trophos Drug Trials

There is a trial in the set up phase in the 
UK; this is part of a multi-national clinical 
trial. However as we go to print the trial 
is pending UK ethics and regulatory 
approvals. We are therefore unable to 
provide much information at this stage. 
The trial will take place at several centres 
across the UK and patients who have 
registered with the UK SMA patient 

registry and who may be eligible to take part 
in the trial will be contacted by the registry 
once approvals have been received, which 
should be in the next few weeks. 

UK SMA Patient Registry

The Jennifer Trust endorses the UK SMA 
Patient Registry which collects genetic and 
clinical data about patients who are affected 
by SMA. 

NEW JTSMA Research Scholarship

As an organisation we have had to look at how we can fulfil our commitment to research within our limited resources. 
Accordingly, we have been talking to some of the SMA researchers to ask them how we can help and support them 
and will be developing some of these suggestions and ideas.
We are very pleased to report that we are in the process of creating a Jennifer Trust Scholarship, which will be 
awarded to a postgraduate PhD student in the SMA research field. Key responsibilities will include:

• maintaining good links with the research community and key people within it
• providing regular updates and information about research developments in accessible language which will be made 
 available via our website and newsletters
• ensuring that we are represented at key conferences and other research events
• ensuring that we receive detailed and pertinent feedback from conferences and events

We have had some very positive and encouraging feedback from the researchers about this project and they see it as a very 
positive way of strengthening the links between the research community and ourselves.
We will hopefully be able to introduce our first holder of the post in the next edition of Inspirations. 



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

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

Outreach Service
Our Outreach Service is available to visit any
family affected by SMA and offers support,
advice and information in the home.
Contact Kate Oldnall on 01789 290271 or 
kate.oldnall@jtsma.org.uk

Contact Network
We have a nationwide team of experienced
volunteers who have all had some personal
experience of SMA who are on hand to offer 
support over the telephone or via email.
Our Contact Volunteer Network covers all the 
different types of SMA and is available anywhere 
in the country.
Contact Jackie Doubtfire on 01789 290264 or 
jackie.doubtfire@jtsma.org.uk

Information and Education
The Jennifer Trust publishes a wide range of
information on many aspects of SMA. We can
also signpost you to other sources of advice and 
support.
Contact Hilary Adams on 01789 290263 or 
hilary.adams@jtsma.org.uk

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

For more information about fundraising for the 
Trust or participating in one of our exciting
challenge events:
Contact Doug Henderson on 01789 290266
or doug.henderson@jtsma.org.uk

For more information about setting up an 
Angel or Tribute Fund 
Contact Natalie Port on 01789 290267
or natalie.port@jtsma.org.uk

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

CONTACTS

NATIONAL HELPLINE

Help for today, hope for tomorrowRegistered charity No 1106815 Company Ltd by guarantee no 5137534.  Registered in England & Wales
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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

 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

IMPORTANT! Update your Personal Details and Mailing Preferences
Please complete and return this form to our Freepost address:  The Jennifer Trust, 
FREEPOST MID 22097, Stratford-upon-Avon, CV37 0BR 
If you use Email, you can alternatively update your personal details and mailing 
preferences via the link on our website home page at www.jtsma.org.uk

Name:.....................................................................................................................................................................
Address::................................................................................................................................................................
Postcode................................................... Tel No .................................................................................................
Email address (if applicable) ..............................................................................................................................

I would like to receive future copies of Inspirations   By post q   By Email link q    Not at all q
I would like to receive invitations to social events     By post q       By Email q      Not at all q
I would like to receive acknowledgement of any donations made    
By post q   By Email q   Not at all q

            40 Cygnet Court, Timothy’s Bridge Road, Stratford Upon Avon, Warwickshire, CV37 9NW.


