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A Goodbye

Gill Manning our current Newsletter
Editor is stepping down after several
very successfully edited newsletters.
We are very sorry that Gill is no longer
able to continue as editor due to
personal reasons, but we look forward
to her and Geoff’s continuing support
and to seeing them both at future
events

Can You Help?

If you feel that you can spare the time
and have the flair to take on the role of
the group’s news editor then please
get in touch. Experience of working in
“Word" along with enthusiasm and
good communications skills will be
welcome. fshgroup@hotmail.com

We have a “New Look”
We have a new name

FSH-MD Support Group UK
A new logo and promotional material,
this along with our newsletter and new
website is aimed at raising the group’s
profile and increasing membership.

If you would like copies of our new
posters and leaflets to display at your
local hospital or clinic let us know.
fshgroup@hotmail.com

Our New Website is now online

www.fsh-group.org



Oxford Get Together Review
"A Grand Day Out”

Our Autumn Get Together was held on Saturday 17"
October, at the CMS Conference Centre Oxford, a
modern, light and airy centre with good disabled
access.

Over eighty members attended. The day started with
an welcome introduction from Sheila Hawkins.

Nic Bungay from the MDC was the first speaker of the
day, talking about the importance of campaigning as
well as providing an update on work on a
parliamentary level to raise awareness of the issues
and short falls in services for people with
neuromuscular conditions.

Jane Stein regional
care advisor for
Oxford spoke about
the adult Self-
Management packs
and the Joseph
Patrick Trust who
provide grants
towards equipment.
In addition Jane also
shared her knowledge of scapular fixation surgery in
one of the afternoon workshops.

For those wanting to know more about Community
care, assessments, Direct Payments and the
Independent Living Fund; Les Sutton (Disability
Consultant/ Social Worker trainer and ILF assessor)
was on hand providing a information packed talk and
question and answer session in the afternoon.

During the breaks there was time to visit the display
room where specialist companies had been invited to
show off their products.

Easy Care Products : Genie wheelchair
www.easycareproducts.co.uk

Gowrings Mobility : Blue badge satellite navigation
system and a wheelchair adapted vehicle
www.gowringsmobility.co.uk

Mount way: Bath chair to promote independent living
in the bathroom
www.mountway.co.uk

Emma Mowatt : MDC support and information stand.

After lunch Marita Pohlschmidt (MDC Research)
spoke firstly on the
research grant
program which is
currently funding 25
live projects
covering 16 MD
diseases. Marita
also spoke about
new initiatives and
translational

research. Two cheques totaling £3000 were

presented to Marita by Sheila Hawkins, from the
group to be used for research into FSH-MD

The final speaker of the day was Lisa Barker from
the Derbyshire Carers Association who talked about
‘Caring for Carers’ (Health Perspective). Statistics
shows that 52% of carers suffer with stress or
depression, so it is important for carers to have
breaks. Although funds and help are available, the
importance of asking for help was highlighted.

After the well received workshop session, members
reassembled in the main conference room for the
FSH Support Group UK  AGM chaired by the
outgoing chair Sheila Hawkins.

The accounts for the year were presented Moira
Findlay the groups treasurer with the Secretary’s
report given by Traceyanne Pilato. In addition the
groups’ new proposed constitution was presented to
attending members for
__their consideration.

Vice Chair Andy Findlay
with Sheila Hawkins and
new

Chair-person Karen
Bayliss.

Mr. Les Sutton and Mr.
Jason Baxter were
elected to the committee as member’s
representatives and
Karen Bayliss was elected as the groups new
Chairman. On behalf of the group Andy Findlay Vice
chairman thanked Sheila Hawkins for all her work
over the past five years and presented her with a
bouquet from the group.

The group would like to thank the guest speakers,
“here to help” girls, the companies who supported us
and the CMS Conference Centre for making the day
a great success.



Sponsored Cycle Challenge

Alan Young, 53 from Edinburgh set off on 2™
November to raise money for the FSH-MD Support
Group UK and the Muscular Dystrophy Campaign

Before starting the route Alan cycled from Edinburgh,
down through England over to France, to the starting
point in Nantes.

Initially setting
off to cycle the
Eurovelo Route
6; a 4000km
route that runs
from Nantes to
the Black Sea
which Alan was
aiming to
complete in 60
days.
Unfortunately
due to inclement
weather Alan
has had to carry on south to Gibraltar, the distance
being roughly the same if not a little further. The new
route means crossing the mountains but at least the
weather should be kinder!

We are thrilled that Alan has chosen to do this for us,
so please show your support by helping Alan reach his
£5000 sponsorship target. You can sponsor online at

WWW. justgiving.com/alan-young-md

Visit the “Alan Young Appreciation” Page on Facebook
for the latest news on his trip

Making the Most of What We Have

Despite the bad weather at Robin Hood Airport, we
were only an hour late taking off for our flight to
Barbados. This was to be the starting point for our
Caribbean and Panama Canal cruise.

On arrival to Barbados we joined Oceana where we
were transferred to the ship by private taxi! Our
luggage (including the wheelchair) was transported to
the ship by bonded transport; this caused a delay in us
being able to get something to eat but was soon sorted
by borrowing a wheelchair from the medical centre.

Once everything was
delivered to the cabin
and we had unpacked
we had the pleasure of
the lifeboat drill. Once
over, the evening was
ours to enjoy.

We had been due to

leave Barbados the same evening but

due to flight delays some of the passengers didn’t
arrive until late evening so it was decided to spend
an extra day and miss out the first stop. This didn’t
bother us too much because it was a desert island
and we would not have been able to disembark

anyway.

From Barbados we went to Grenada then on to
Margarita Island, Venezuela and from there to
Curacao in the Dutch Antilles. The buildings here
really reminded us of Holland with their Dutch style
and colours.

The highlight of our

cruise was the

Panama Canal.

What an experience!

Through the first

three locks, then

onto the man-made

lake, then another

lock followed by the cut and finally the
last two locks into the Pacific Ocean.

After cruising the Pacific for a day we stopped first at
Punta Arenas, Costa Rica and then on to Puerto
Quetzal, Guatemala. We then ended our cruise at
Acapulco, Mexico from where we flew back to the
UK.

| can recommend a cruise — the facilities are
excellent provided you book well in advance to get
an adapted cabin with a roll-in shower, the service is
excellent. The only down side is that you really have
to watch what you eat!

We are looking forward to our next one!

Other places we have visited include Las Vegas,
Florida, and the Mediterranean to name but a few!

Moira Findlay




MDC Annual Conferences- Bradford &
Glasgow

The MDC annual conferences were held in Bradford
and Glasgow this year, for the first time our group had
a presence at both shows.

Our stands attracted a lot of interest and people were
very impressed with the new logo, banner and display
boards.

Lots of membership cards were given
out and we met many potential
members who were pleased to
find a group that supported
people with fsh-md.

We were also pleased to
introduce our latest member
“FiSHer Bear” who was very
active in encouraging people
to approach our display. We
hope that he will become a
focus for children, and parents of children
with fsh-md. We are planning to do more work in this
area and to be able to offer the specialized support
and information needed when children are affected
with fsh-md.

We're very grateful to our members who gave up their
time to man our stands; many miles were covered in
the two consecutive weekends that the conferences
were held, but it was great to meet up with so many
members and to put faces to names, everyone was so
very positive and welcoming. Thank you to everyone
who came over to say hello

New West Midlands Regional Group Launched

With support
from the
Intercontinental
Hotels we have
launched our
first new
regional group.
The new group
covers the West
Midlands region and had members attending from
Staffordshire, Worcestershire, Wolverhampton,
Birmingham and Bolton.

A “Meet & Eat” was held at the Holiday Inn, Newcastle
under Lyne, and just a few minutes from Junction 15 of
the M6

Members were treated to a lovely two course lunch
and coffee. Everyone soon made friends and
arrangements were put in place for future meetings
including Christmas lunch, and trips to the ballet and
pantomime.

We are keen to set up more regional groups to meet
socially as they are a great way of making new
friends and sharing experiences of living with fsh-md.

If anyone would like to set up a group in their area or
would like to join the

Midlands group please contact Karen Bayliss at
karen-fsh@hotmail.com
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My Liverpool Home..........

August Bank Holiday weekend 2009 saw
“The Tena Ladies” Traceyanne, Karen, myself and our
carers set off in convoy for Liverpool to join friends at

The Matthew Street Festival — a massive music event.

There were over 20 open air stages across the city

centre and all the pubs (and that is a
lot of pubs!) had
something going on from
poetry and literature
readings to heavy metal,
folk, and country and
western live music

Predictably, the weather

was cold, wet and windy —

typical Bank Holiday

weather. Undaunted, and

after a spot of touch parking
that shook the whole

building, we unloaded our carers, wheelchairs,
assorted luggage and made our way into the hotel.
The Staybridge Suites are right in the heart of the
Albert Docks. A modern hotel that offers a very warm
Liverpool welcome and excellent accommodation.
Situated on Queen’s Wharf it opens onto a huge
traffic free square, and is opposite the new Echo
Arena, coffee shop, museums and several other
hotels.

The door from the hotel car park opens directly into the
hotel’s lower lobby and has a lift up to the main
reception and public areas.

Our rooms were fantastic, like modern bed sits with a
king size bed, sofa, huge flat screen TV, dining area
and a superb little kitchen complete with microwave,
hob, fridge and dishwasher.

The bathrooms were huge and well adapted with
wheelchair accessible showers and we had

complimentary
interconnecting rooms for
our carers, which made it
very affordable.

There was a choice of
breakfast, full English or
continental including unlimited
tea, coffee, fruit juices, fresh
fruit, etc.

The public areas were easily
accessible with lots of comfy
sofas and chairs and coffee tables. There was a
lovely private room that can be used for meeting with
friends and family. There isn't a bar but there is a
little shop that sells almost everything you might
need — you can also bring your own supplies of
course and have a drink in the lounge with friends

If you fancy a take-away the staff are happy to
order for you, and it can be delivered to your room or
you can use the hotel's dining area or the hotel
balcony if you want to eat with friends alfresco.
Anxious not to miss a minute we dumped our bags,
had a cuppa and set off to pick up a large mobility
scooter from Liverpool 1 Shop mobility. This is a
fantastic service offering wheelchairs, scooters and
electric wheelchairs for overnight hire at £4 a night.

The Albert Dock is accessible; however, it does have
cobbled areas that have to be navigated - and was |
glad of my scooter’s big fat wheels! Karen and
Traceyanne were not as lucky as they bounced their
way around the dock!

We had a great time and the weather although
temperamental, didn’t spoil one moment of it. The
Dock and the City were buzzing with excitement and
good nature and it was catching! We had come with
a group of over 20 or so friends and family and we all
met up in the evening for some lovely food and drink
and some hilarious moments.

Sadly, it had to end, and we said our goodbyes to
the Liver birds vowing to come back and do it all
again.

Cynthia Hale



Medical Quigong

A while back | read an article

in my local newspaper about a
young lady with MD who had
received a course of Medical
Qigong and how it had
benefited her.
| like to be pro-active when trying to
manage my FSH so thought | would give it ago.
| had 8 private sessions at my home, eight being the
minimum that my Qigong Instructor thought I'd need
before | felt any benefit.

Before starting | did speak to my physiotherapist and
he could see no reason for not giving it a try.

My first session really was just a talk about what |
expected to gain from Medical Qigong and an
assessment of my range of movement. | wasn't really
expecting to gain anything as such, it's more a case of
trying to stay as active and mobile for as long as | can.
All my moves were to be done from a chair. They had
really strange names such as “repel monkey” and
“cloud hands”. Obviously with my limited arm
movement they didn’t come easily. It wasn't the gently
flowing moves
I'd seen in Tai Chi that | was performing, more a jerky
trying to swat a fly type of move.

The only thing | did standing was holding onto a frame
slightly bending my knees and holding it for 10
seconds and then gradually increasing the length of
the hold, this being the typical Tai Chi stance.

For many of the moves | was told to push down
through my feet, this being “the bubbling spring” from
where the energy would flow. I've since adapted this
by adding a wooden board at the bottom of my bed
then first thing in a morning | slide down and place my
feet flat against it and push. | can feel it working my
calves and thighs and it's actually nice to have my feet
flat as | seem to spend more and more time on my
toes these days.

The part | enjoyed most and was probably the most
beneficial was the meditation and breathing. | had to
alter the way | breathe. When | breathe in my stomach
comes in and when | breathe out my stomach goes
out. | had to switch that around, apparently people who
play wind instruments breathe this way as do singers
but it was totally alien to me. The only way | could do it
was to sing Celine Dion’s “The First Time Ever | saw
Your Face” and hold the notes as long as she did. My

Instructor had quite a laugh about that but if it got me
using my diaphragm better then she was all for it. |
also found it a lot easier to do lying down.

At the end of the 8 sessions | think the thing | gained
more than anything was “incentive”. | want to take a
more active role in keeping myself fit and in turn this
has made me feel a lot more positive. | had
wondered whether I'd do any of the exercises/moves
she gave me once she wasn’t around anymore but |
have found myself suddenly thinking “ oh | could be
doing that while I'm sat here” I'm glad | gave it a try
and since finishing the course I've gone out and
joined a gym. Only to use their motorized equipment
but every bit helps I'm sure

Traceyanne Pilato

Here are some of the benefits which have been found
through research:

Strengthens the heart muscle

Improves circulation resulting in warm hands and feet
Lowers high blood pressure

Reduces risk of stroke

Benefits digestion and improves appetite

Aids cure of hemorrhoids and constipation

Increases the coherence between different portions of the
brain

Increases a sense of emotional well-being

Increases lung capacity

Enhances the immune system

Local Group Contacts

The following local contacts are all members of the FSH-MD
Support Group UK. They have volunteered their time to act as a
point of contact for people newly diagnosed with FSH-MD and
fellow members who may need someone to discuss fears,
worries or whom need pointing in the right direction when
seeking help or further information.

.Karen Bayliss (Birmingham) karen-fsh@hotmail.com

Andy Findlay (Derby) Andyfindlay-fsh@hotmail.com

Geoff Manning (Essex) gillgeoff-fsh@hotmail.com

Elizabeth Templeman (Shropshire) eliztemp-fsh@hotmail.com

Evelyn Winton (Northumberland) evelyn-fsh@hotmail.com

Martin Fielden (Oxfordshire) Martin-FSH@hotmail.com

Gordon Nutter (Leeds) gen@rhek.co.uk
Joy Orr (Birmingham) 0121 444 6807 (not available Sunday's)



Visit to the Institute of Genetics, University of
Nottingham

On 16™ June Stuart Watt and | were invited to visit the
laboratory of Professor Jane Hewitt at the Institute of
Genetics within the University of Nottingham, Queen’s
Medical Centre. Where there is a project is underway
to identify the cause of muscle wasting in FSH-MD.

Dr. Marita Pohlschmidt, Director of Research at MDC
kindly arranged the visit for us. On our arrival we were
met by Jane and Marita who introduced us to Amanda,
a PhD graduate who is working for Jane on the
project.

Refreshments were provided and Jane proceeded to
give us a PowerPoint presentation on her work.

The presentation started with a description of what is
already known about the genetic defect that causes
FSHD in the majority of cases.

This is a missing piece of DNA on chromosome 4
(called the D4Z4 repeat).

Researchers at previous FSH Support Group meetings
have shown this in their presentations. In either case
the cell doesn't know what it is supposed to be
producing to ensure correct muscle development. Or it
may be that instructions from the protein going back to
the genes (the feedback loop) are not being sent
correctly, causing a gene to be switched on when it

should be off, or off when it should be on.

In either case the regulation of muscle cells is
disrupted, and the cell doesn'’t develop properly in
order for working muscle fibres to be produced.

To complicate things even more the missing piece of
DNA (the D4Z4 repeat which contains genes) is
thought to directly regulate other genes on
chromosome 4.

However in the last few years a lot of progress has
been made and researchers have identified several
genes on chromosome 4 which might be switched on
or partially switched on when they should be switched
off.

FRG1, DUX4 and PITX 1 are the names of three
candidate genes, which come up regularly in research
articles because some, but not all, studies have
presented data that suggest these genes are switched
on when they should be switched off in FSHD muscle
cells. ane and other researchers around the world are
now working hard to find out the reason for this and
how it affects muscle cell development.

It highlighted to me how complicated the disease is
and the problems researchers are facing in order to
develop an effective treatment.

We then moved on to Jane’s lab, which was a large
open plan area with long workbenches. Amongst the
microscopes and test tubes there were other pieces
of equipment and machines which looked
complicated and expensive. For research to be
carried out muscle cells are grown in-house. This
needs to be done in a sterile area to ensure the cells
are not contaminated and valid test results are
achieved. A separate room within the main lab is
used for this.

We were allowed in to this room where Amanda and
another student were working. Amanda had grown
some cells. Jane showed us these live muscle cells
under a microscope. They appeared as small specs
of light amongst the culture they are grown in.
Marita mentioned that they would often be pulsing as
they develop further. The ones | was looking at
didn’t move, | suspect the sight of me at the other
end of the microscope had scared them! | had
previously seen this in photos, but now as | was
looking at live cells and | realized these are the
structures that people and everything else that lives
and breathes are made of.

You wonder how they all manage to grow together to
form working muscle fibres. Further still this sort of
cell development is going on constantly in living
things and it's amazing that the vast majority of the
time everything goes according to plan.

We thanked Jane and Amanda for showing us their
work and left them in peace.

Before leaving, Marita, Stuart and | stopped off at the
university coffee shop where Marita took the time to
update us on FSHD research in general and the
possibility of further FSHD research in the UK.

This gave us the opportunity to ask yet more
guestions.

Until a few years ago the majority of FSHD research
was being carried out in the USA and Netherlands. It
is now gathering pace in many other countries and
it's good to see that the UK is also at the cutting
edge of this research.

Funding provided by the MDC is supporting the work
at Nottingham, and since our visit last to see June
this funding has allowed Andy, another PhD
graduate, to start work on the project.




...Continued

Further to this it is anticipated that MDC funding will
allow another FSHD project to start in the UK in 2010.
Once more is known about this it will be posted on the
Support Group research webpage.

Our thanks to Jane and Amanda for inviting us and to
Marita for arranging our visit. 55555

Colin Lucas %

Your health, your way

- a guide to long term conditions and self care
launched on NHS Choices www.nhs.uk/yourhealth

It sets out the support that patients should expect from 3 8
the NHS if they choose to self care. Your health,

your way brings together existing strands of work and
information on support for self care in a format
accessible and understandable for patients.

Your health, your way is applicable to all long term 83 9

conditions and covers five key areas of self care 9

support including information, healthy lifestyle, training, 8 -+ )
support networks and tools and equipment. It has
been designed to help people living with a long term
condition take greater control of their health and lives.
Primary Care Trusts will have a responsibility to
provide locally specific information through NHS %
Choices and other channels to empower people to 6* 7
take a more active role in their care and exercise the

choices available to them, ultimately improving their

quality of life.

A patient information leaflet  to raise awareness of
self care support choices directs people to ask for -
more information from any health and social care > 2
professional involved in their care. There is also an

information booklet and online additional

resources to support health care professionals.

Copies of all the above documents can be found at = 0
www.dh.gov.uk/yourhealth g8 86 @583 %8

;8 w8 %

o _ % 8 9 A 8
Do you have a special interest in research? [y

We are looking for members to keep the newsletter
and website updated with the latest articles and
updates on research. Interested? Contact us at
fshgroup@hotmail.com




“I's my Story”................. Penny Horsborough

One hot summer day
about 15 years ago | was
with my sister and her
husband in London
waiting to see a
consultant at the
National Hospital for
Neurology and
Neurosurgery. As we
walked in the door of the doctor’s consulting room and
sat down he said to my sister, ‘"You have FSH'.
When | heard the doctor tell my sister she had FSH |
had no idea what he meant. To me FSH meant
follicular stimulating hormone dimly remembered from
my days as a student nurse as being necessary for
ovulation. This did not seem to bear any relationship to
the peculiarities my sister had; falling over when
jogging, walking differently, weakness in her arms and
changes in her face.

My sister had been searching for a diagnosis for her
strange symptoms for two years, at the first sight of
her this wonderful doctor had a diagnosis.

After that visit we were busy finding out everything we
could and the more we read the more little things in
the family made\sense. My maternal grandmother
peeling vegetables while resting her forearms on the
worktop, her going upstairs leaning forward and
placing her hands on the steps as she went. My
mother with her lordosis and difficulty holding her head
up. An Aunt who hardly went out, a cousin with leg
weakness, her son wearing a frame to hold him
upright.

Now it was time for tests. My mother has the gene, of

her four children both her daughters and one son has

the gene, one of my daughters has the gene. Then we
stopped testing. My children said they would consider

having the blood test if | began to exhibit symptoms.

| have the genetic abnormality but no symptoms. | am
60 and | am and strong and upright. Yet there is
concern. Does my back ache because of gardening or
because of loss of muscle? Does my face look
different because of age or are the muscles weakening
around my mouth?

With my children | have concerns. Did my younger son
have Woolff-Parkinson-White syndrome because of
FSH or because up to 3% of the population have the
same abnormality of the heart? Does my older son
walk with his hips jutting forward for style or because

of FSH? Did my daughter have caesareans because
of weak muscles or was that simply chance?

Of course | realize that my concerns are nothing
compared with the symptoms of people with FSH
who | have met at conferences. Nothing compared to
watching my gallant sister tackle and overcome the
restrictions to her movements, and to seeing my
mother at 91 years old still finding inventive ways to
comb her hair and dress herself.

Through FSH | have met some amazing people. All
have a story to tell and by sharing our stories we
have opportunities to learn many ways of adapting
our environment so that we can get the very best out
of it at all times.

Penny Horsburgh




Carol's Train Journey......

Since writing about my first bus journey to town in my
wheelchair on my own, | wondered if | could do a
similar journey going by train. It would be interesting to
find if there were any “hiccups” to contend with along
the way.

My first plan of action was to go along to see if the
train station was wheelchair friendly. On arrival | made
my way along the platform and came to a small station
house with a notice in the window which read ‘Ticket
Office’. | opened the door and luckily found it just wide
enough to squeeze through in my wheelchair. As |
made my way to the counter | noticed two ladies sitting
at their desks and both busy on the phone. While |
waited | glanced over the colourful postcards adorning
the walls and thought they must have been sent by
many an intrepid traveler......I must remember to do
likewise when | get to town.

| enquired about wanting to get on the train to travel
into town and they replied that it would be perfectly
fine providing | rang the train company beforehand.
When | queried this they informed me that as the
station was privately owned it was not manned by a
Station Master so the guard on the train would have to
lower the ramp onto the platform and assist me in
getting on the train. Aaah! Was this the first “hiccup” |
wondered? | asked which side of the platform would |
be traveling from and wasn't it just typical that | had to
be on the other side..?

As there was no other access from the ticket office
other than to climb the stairs to reach the bridge over
the tracks and down onto the other side | wondered if
this was the second “hiccup”..? | would just have to
get a wheelchair cab to take me “around the houses”
and drop me off. At least | would be sure of the ramp
working!

| arrived home clutching a train timetable and started
to plan my journey. With pen and paper in hand | rang
the train company. They were most helpful and asked
which station would | be traveling from? How would |
be getting there? Where was | traveling to and when
would | be traveling? After informing them of my plans
they were able to confirm the times of my travel. |
could either purchase my tickets from the station or
from the guard on the train. The latter seemed the
easier option for me.

| arrived at the station on time and on the right platform
| hasten to add, so there was no way of ending up at
Kings Cross today.

| heard a shout from the front of the train and turned
to see the guard waving at me. | turned up the speed
of my chair and hot-wheeled towards him just in time
to watch how he carefully fitted the ramp to the floor
of the carriage and lowered it down onto the
platform. As | approached the ramp | saw the notice
‘First Class’ on the carriage door. | turned down my
speed and with majestic ceremony | ascended the
ramp and boarded the train...Yahoo! It was nice and
warm inside the plush carriage with plenty of room to
maneuver my chair into the designated wheelchair
space so | was pleased to see both footrests still
intact on my chair!

| shared the first class carriage with only three other
people including the guard. We pulled slowly out of
the station but then seemed to immediately pick up
speed. | couldn’t hear any noise of engines but just
felt the quiet motion of the train as it traveled along. It
was wonderful to take in the scenic views you
wouldn’t otherwise see when going by road. No
traffic jams either...oh what bliss!

When the train reached the station | didn’t want to
get off! | couldn’t believe the journey had only taken
about 10 minutes..? How can | ever contemplate
traveling to town by bus after this..? The guard had
lowered the ramp and | descended safely onto the
platform.

As | made my way along the platform | noticed | must
be the only intrepid traveler not pulling a wheelie
trolley behind me. This reminds me, | have to buy a
postcard.

Carol Lawson




Diary 2009/2010

December 2009

22nd West Midlands Region Christmas Lunch
for more information contact Tracy Surgeoner
tracys-fsh@hotmail.com

January 2010

30th January (Sat)

Living with MD Day London

www.muscular-
dystrophy.org/how_we_help_you/care_events/1547

April

Tuesday 20th , Wednesday 21* & Thursday 22nd
Naidex Show

Disability, Rehabilitation and home care show, Nec
Birmingham

www.naidex.co.uk

May

Saturday 15" Sunday 16th

“Spring Weekend Get Together & 25th Anniversary
Evening Dinner”

Holiday Inn Haydock more information and booking
details to follow

July

Thursday 1st, Friday 2nd Saturday 3rd
Mobility Road Show

East of England Show Ground, Peterborough
www.mobilityroadshow.co.uk

October
Autumn Get Together
date & Venue thc

There will also be a lunch held in honor of the founders

of our group Norman and Lorraine Jonas where they
will be presented with honory Presidencies.
Date and venue tbc
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Cynthia Hale
Members Rep

Cynth-fsh@hotmail.com

Tracy Surgeoner Tracys-fsh@hotmail.com

Members Rep

Jason Baxter N/A

Members Rep

Len Sutton
Members Rep

Les-fsh@hotmail.co.uk

Other Contacts

Laura Bayliss laura-fsh@hotmal.co.uk

Website Editor

Newsletter Editor (Position Vacant)
Research Coordinator (Position Vacant)

fshagroup@hotmail.com
laura-fsh@hotmail.co.uk

Newsletter Articles to
Website articles to




