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Karen Walker

Our Interim Chief Executive Karen Walker writes her first

introduction, and it’s all go...

warm welcome to all our readers. I've been

getting out and about to meet some of our
amazing staff who support people living with
MSA around the country. I have also had the
pleasure of meeting with some of you and en-
joyed very much the wonderful welcome I re-
ceived in Newecastle for a barbecue in aid of
MSA Trust. A fantastic £1250 was raised on
the night and I learnt a new quiz game — Irish
Bingo.., For other fantastic fundraising ideas,
check out our fundraising page and go online to
register for your pack for the Milk, Sugar And
Tea party. We want as many people as possible
to invite their friends to tea, enjoy an afternoon
of company and gossip and raise funds for your
favourite charity!

We have also been busy at our office and 1
am delighted to inform you of our office move.
We are really pleased to have found spacious
and better value premises in South East Lon-
don. These new offices will enable our teams to
work more effectively together.

We will also be able to continue attending
meetings and campaigning on your behalf for
better services for people living with MSA;
please look out for the blogs on our website
where we are starting to explore some of the
policy areas we know are important to you.

51 St Olav’s Court, City Business
Centre, Lower Road, London SE16 2XB
is our new home and our new number is
0333 323 4591. We look forward to welcoming
supporters there in the coming months.

I wish to extend a warm welcome to two
new Trustees to our Board following the res-
ignation of two of our long serving members;
Darcy Hare, Chair of the Research committee
and Mike Evans, former Chair of the Board.
We are sorry to lose such dedicated and influen-
tial members and thank them for their amazing
support over the years. Our two new members
are Amy Couture and Helen Craik, who both
come with specialisms that I know the members
of the Board and staff at the Trust will find
useful in the coming months, particularly as we
begin to make plans for our 20th anniversary
celebrations in 2017.

On a sadder note, I would like to direct you
to an obituary in the magazine, written by our
founding Chair Eileen, Lady Strathnaver, fol-
lowing the death of one of our first Trustees,
Valentine Fleming. Val was an inspirational fig-
ure and a lifelong friend of Sarah Matheson, our
founder. He will be missed. msa

Karen Walker
Interim Chief Executive Officer
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Aoife Kiely

Dr Aoife Kiely, from the University College London Institute of
Neurology, brings us up to speed with two pieces of research
being funded by the MSA Trust that she is involved with.

44 y research is com-

pletely focused on
understanding MSA. One of
the biggest questions for me
has been whether the brain’s
own defence system might be
trying to repair the brain, or
could itself be broken and be
making the disease worse. This
defence system is called ‘neuro-
inflammation’ and acts as the
immune system of the brain.
Like the immune system of the
body, in the brain tiny worker
cells respond to signals to ei-
ther destroy damaged brain
areas or heal and repair them.
Our work has already found
that, similar to what we see in
Alzheimer’s and Parkinson’s
disease brains, one of the tini-
est worker cells of the brain’s
immune system, the microglia,
is behaving in a more aggres-
sive way in brains affected by
MSA (“MSA brain”).

We wanted to look more
closely at these microglia, and
also other inflammatory sig-
nals in an MSA brain, which
could tell us more about what
is going on there and why.

To do this we chose to use
a state of the art technol-
ogy called NanoString (see
https://youtu.be/85h3vYt3KYg
for a video) .We took samples
of brain regions affected by
MSA from a group of MSA
brains and from non-disease
cases. Then the samples were
scanned by NanoString ma-
chinery to detect hundreds of
signals, each of which can rep-
resent either the good or the
bad sides of neuroinflamma-
tion.

This data will give us a far
better understanding of how
neuroinflammation is behav-
ing in MSA brain. Using fu-
ture grants we may be able to
investigate the leads and new
targets that we find in this
study. This could lead us to-
wards the creation of disease
modifying treatments similar
to those which are under de-
velopment for other neurode-
generative diseases.

However, my work with
MSA will continue. For the
next year and a half I will take
a slightly different route and

will be investigating whether
the break down and cleaning
out of the sticky protein alpha-
synuclein, which is believed to
cause the damage in MSA, is
working properly in brains of
people living with MSA. We
will then investigate whether
we can improve the clean-
ing out of alpha-synuclein in
a cell culture dish model. Af-
ter that I plan to continue in
MSA research, and hopefully
get fellowship funding so that
I can continue to understand
neuroinflammation and how
alpha-synuclein  behaves in
MSA brain. The more we learn
about what happens as MSA
progresses, the closer we will
get to disease modifying ther-
apy.

It is only with the support
of the MSA Trust and its sup-
porters, and the generosity of
brain donors that all this work
is made possible, so thank

you.”



NEWS

VAL FLEMING

t is with great sad-

ness that we report
the death of Val Flem-
ing, one of the Trust’s
founders and greatest
friends. He died peace-
fully at home after a
long illness on 21st
July. He was the rock
on which the Trust
was founded and he
will be sorely missed.

When Val’s great friend, Sarah Matheson,
was first diagnosed with MSA they were both
deeply concerned that there was no organisa-
tion dedicated to providing information and
support to people with MSA in the UK. So to-
gether they set up the Trust — with a determi-
nation and dedication that was typical of both
of them. That was in 1997.

In the years that followed Val worked tire-
lessly to grow the Trust, and expand the range
of services our members deserve. He was for
many years the Treasurer, ensuring sound man-
agement of our accounts and the increasing suc-
cess of our fundraising efforts, but he did so
much more as well. With his wise counsel and
unflagging commitment he oversaw the estab-
lishment of the firm foundations on which the
Trust has continued to expand and flourish ever
since.

We owe him so much and will be forever in-
debted to him. We send our condolences to his
wife, Elizabeth, and to his whole family. msa
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ALL CHANGE

A- s you will have seen in Karen Walker’s open-
ing article we have moved offices, so please
make a note of our new contact details:

We are also in the process of creating a new
website. Our current site was designed in 2009
before tablets and smartphones were common-
place, and now needs a freshen up. We hope the
site will be up and running by the end of the
year, so look out for changes and let us know if
you have any ideas or suggestions. msa

WHO NEEDS TO KNOW

e have had some feedback from members

to say that they would find it useful to
have a small pack that was easy to carry and
take around to appointments or hospital visits.
It would detail specific information about your
needs and medication, and enable healthcare
professionals to gain an initial understanding of
MSA and how best to support you. Please let us
know what you think about this idea and wheth-
er you would use a resource like this. msa

www.msatrust.org.uk | ISSUE 44, 2015 @



So said one of our Support
Group attendees about a
powered wheelchair she had
been sold and had struggled to
control.

One of the subjects that
comes up on a regular basis
at support groups and on our
telephone service, is how to
choose a suitable wheelchair if
it’s required.

The Trust has a leaflet
which covers the range of
mobility  equipment that
may be useful to you and
you can download this at

This article looks very brief-
ly at what things you may
need to consider when access-
ing a wheelchair.

There are a number of ways
to get a wheelchair, including
from the NHS, hiring or pur-
chasing one.

You will need to think about
the following:

Will it be self-propelled,
electric powered or pushed by
somebody else?

Is it for occasional use only
and is it for indoor and out-
door use?

Will it need to be moved in
and out of a car?

The design of a wheelchair
will affect its use, so:

Has it got large rear wheels
which make it easier to ma-
noeuvre?

Is it lightweight and can it
be folded or dismantled easily?

How comfortable will it be
for longer term use?

NHS wheelchair services of-
fer assessments to work out
what type of wheelchair or
mobility equipment you may
be entitled to. You can be re-
ferred to the service by your
GP, consultant or occupational
therapist and it normally takes
two to four weeks to get an as-
sessment. It’s worthwhile tak-
ing a carer, friend or your own
therapist with you to help you
make the right choice. A direc-

tory of wheelchair services in
the UK is available online at

In Ireland a wuseful link

If you are considering buy-
ing or hiring a wheelchair or
mobility aid then it is still
worthwhile getting an NHS as-
sessment. You may be able to
get one for free, but they will
also be able to advise which
ones are most suitable.

Used equipment may be a
better option for some people
and the Scope website enables
people to find and list used
mobility and other disabil-
ity related equipment to buy
and sell. Look under the inde-
pendent living section of their
website for more information
on this or call 0808 800 3333.

This is only a brief guide, go
to

for
further useful information
-and do let us know how you
get on.



A LETTER FROM
OUR NURSES

Dear. CoHember

We are asking you to host a Milk, Sugar And Tea party on or around World MSA Day, Sat-
urday, 3 October, to raise awareness and much needed funds to deliver the Trust’s vital MSA
Nurse Specialist Services.

“My older sister died of MSA three years ago, and the thing I found hardest to cope with was the
feeling of not being able to do anything to help. Raising money for the Trust has at least given me
a chance to help other people and their families.”- a MSA Trust member

As we travel the length and breadth of the UK and Ireland supporting families, we are constantly
asked what they can do to raise awareness of the devastating disease that is MSA. Well, the fund-
raising team together with a few of you, have developed just such an event, one that all our friends
and supporters can take part in.

All you have to do is register with us to host a Milk, Sugar And Tea party — our fundraising team
will do the rest. You will receive our Tea Party Pack, with all the information and materials you will
need to host a successful Milk, Sugar And Tea party. To register, please telephone 0333 323 4591, email
fundraising @msatrust.org.uk or visit our website at www.msatrust.org.uk/getinvolved. It’s that easy!

However, if you are unable to host a tea party, we would be grateful if you would consider making
a donation towards the cost of our MSA Nurse Specialist Services. Thanks so much for your support.

Ol Sumantta & Katie

MSA Nurse Specialists

JOIN OUR ONLINE COMMUNITY

www.msatrust.org.uk | ISSUE 44, 2015




STAND

Douglas McBride - Winger for Rangers!

set off for Glasgow, my home-

town, to visit places I have
not seen for many years. Little
did I know this was to be one of
my most memorable days ever,
naturally only surpassed by my
Wedding Day (my wife/carer
may be reading this!)

Glasgow Rangers Football
Club tops my itinerary, my
team and heroes since child-
hood. Once outside Ibrox Sta-
dium, my mind goes into over-
drive, I go through the famous
oak panelled doors. I ask the
gentleman at the desk, “is it
possible to be photographed at
the doorway?”. “We can do bet-
ter than that sir, would you like
a tour of the stadium”. Barely
controlling my emotions, I an-
swer, “oh yes please”.

The guide escorts me around
then I hear .. “Would you like
to go out to the pitch?”. Wow!
Suddenly I am being taken down

RANGERS F.C,. -

the famous tunnel, on to the
pitch, and as if by magic, I am
running down the wing, pass-
ing three players, I cut inside,
I turn and shoot -GOOOAL!
Well may be another day.... no
this was my day!

Thoughts of famous foot-
ballers, the roar of the crowds,

for one brief moment in time
my MSA did not exist, a mir-
acle cure, if only it were that
simple, no, adrenaline was that
powerful medicine. Thank you
to all at Rangers Football Club.

Walking in the footsteps of
my heroes.



$ERVICE OF LIGHT 2016

Service of Light offers the chance for families and friends to
remember and reflect on the lives of their loved ones.

Our annual Service of Light memorial events will be
returning in March 2016:

We would love the MSA com-
ity t together i

i?lgilti}\//e Oarfgmrieacﬁi fiﬁ lvrxl/aa contact Melissa on

Mg Y 0333 323 4591 or email
to celebrate the lives of those melissatindle@msatrust.org.uk
lost to MSA. We are asking for ) : o

) for more details or to reserve
a voluntary donation of £10 for our blace
members to attend, with all pro- A (el
ceeds going to MSA research.

Please visit our website or




KNOW YOUR
RIGHTS - BENEFITS

Life with MSA can be costly - But help may be at hand.
Andy Barrick, the Trust’s Head of Services looks into what
you might be able to claim:

ome of our Support Groups

have found it useful to in-
vite speakers along to talk
about what benefits people
with MSA and those caring for
them might be entitled to. We
know that living with MSA of-
ten incurs substantial addition-
al costs and that it is therefore
vital to make sure that, where
applicable, people claim what-
ever support is available.

Whilst entitlement is based
on individual circumstances,
there are certain benefits that

people with MSA and those
caring for them are most likely
to be able to claim. These can
be summarised as follows but
note that due to benefits com-
plexity this is guidance only
and based on UK benefits:

SUPPORT FOR DAILY
LIVING AND MOBILITY
NEEDS

For people who are under 65
and who need support, a ben-
efit called Personal Indepen-
dence Payment (PIP) can
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help. It is for people who need
help participating in everyday
life or who find it difficult to
get around.

It is tax free, is not means
tested, not based on National
Insurance contributions and is
almost always paid in full on
top of other social security ben-
efits.

ITHAS TWO
COMPONENTS:

A daily living component -
which looks at things like dress-



ing and undressing, prepar-
ing food, eating and drinking,
washing, bathing, managing
toilet needs and communica-
tion.

A mobility component
— which looks at the difficul-
ties people have in walking
and moving around. The guid-
ance suggests that any distance
covered should be done safely,
repeatedly and in a reasonable
time period. This means that
falls or risk of falls can also be
taken into account.

For both elements you will
need to have been experienc-
ing problems throughout the
three months prior to any
claim. This can be waived in
specific circumstances where a
person is terminally ill (defined
as someone whose death can be
reasonably expected within six
months) and can be dealt with
under Special Rules.

Both components are paid
at an enhanced rate and a stan-
dard rate and if somebody’s
condition gets worse they can
go from the lower to the higher.

For the daily living compo-
nent the current weekly rates
are £55.10 for the standard rate
and £82.30 for the enhanced.

For mobility, the rates are
£21.80 and £57.45 respectively.

Claims can be made by call-
ing 0800 917 2222 and the date
of claim will be from the date
of the call. Always have the rel-
evant National Insurance num-
bers handy when you call.

For people over 65 Atten-
dance Allowance can be pay-
able to help with personal care
or supervision in order to re-
main safe. Again if eligible the
benefit is non means tested and

normally paid in addition to
other benefits.

The qualifying conditions
mean that you must have need-
ed care for the six months be-
fore you claim but again Spe-
cial Rules as mentioned earlier
can apply.

As with PIP there are two
rates, the lower weekly rate is
£55.10 and the higher £82.30
and to claim call 0345 605 6055.

Carer’s Allowance is a
benefit for people who spend
at least 35 hours a week car-
ing for a severely disabled per-
son. It isn’t means tested and
entitlement can give the carer
National insurance contribu-
tion credits. Earnings of less
than £110 a week do not affect
Carer’s Allowance.

Basic weekly rate is £62.10
but this can be added to if
there are dependents. To claim
call 0345 608 4321 (Northern
Ireland 0800 220 674).

The rules about entitlement
and how it relates to other ben-
efits are a bit more complicated
than PIP or Attendance Al-
lowance so if you are unsure it
is best to get advice, the Car-
ers UK Adviceline can help on
0808 808 7777.

If you are on a low income
you may be able to claim In-
come Support, Universal Cred-
it or Pension Credit and en-
titlement to any of the above
may increase these benefits. To
meet housing costs you may
be able to claim Housing Ben-
efit, Council Tax Benefit and
you may be eligible for certain
grants for adaptations to your
home from your local authority.

Also you can claim a re-
duction on your Council Tax

(and water rates in Scotland) if
somebody in the home is sub-
stantially and permanently dis-
abled and one of the following
is met.
there is an additional bath-
room or kitchen needed by
the disabled person; or
there is a room (other than
bathroom, kitchen or toilet)
needed by or predominantly
used by that person; or
you have enough space in
your home for that person
to use a wheelchair indoors.
If you were entitled previ-
ously the reduction can be
backdated for up to six years.
This is only a snapshot of
some of the benefits that you
may be entitled to. You can call
us on 0333 323 4591 for basic
information, but also look at
the website
. Turn2us provide an anony-
mous online benefits calculator
and can provide other sources
of financial support.
In Ireland you may wish to
look at

If you think you might be
entitled then do claim.
Millions of pounds worth of
benefits go unclaimed each
year, benefits which are
specifically designated to
support people struggling
to cope with the demands
of disability and long term
illness, which can make lives
both easier and fuller.



When Melissa Tindle joined the Trust this time last year,
she was determined to start a community fundraising and
awareness raising event that everyone, including people
living with MSA, could get involved with. So a year later,
to mark World MSA Day on Saturday, 3 October, we're
delighted to launch our Milk, Sugar And Tea party.

JUST YOUR CUP OF TEA

We want the tea party to suit
everyone’s needs — so that
people who are passionate
about raising awareness of
MSA and funds for the Trust
can make it their own event.
So if traditional high tea,
cocktails and nibbles, beer
and a burger, or a cuppa with

crumpets is your thing that’s
fine with us. And if 3 October
doesn’t work for you, choose
another date that fits in with
your diary.

IT’S ONLY THE
BEGINNING

We see this as the first of many
Milk, Sugar And Tea parties
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and will look to build on the
awareness and funds raised
this October for many years to
come. We are sure 3 October

- Is already a key date in your

calendar but we hope it’s going
to take on extra significance
now. We believe that as our
support and awareness grows,
so will the tea parties.




Although 3, October isn’t
far away, we would be delighted
if you held your tea party at
any time during the month of
October.

Our members and supporters
are always asking what they can
do to assist the Trust so, for the
first time, we’ll have an annual
focus point that everyone can
join in with. We want people
with MSA, their families, carers
and friends to have fun while
raising money so that the Trust
can continue to deliver vital
services and fund research to
find the cause, and one day,
cure for MSA. It’s also a great
way to raise awareness which in
turn can help ease the isolation
so often experienced by people
living with a rare disease.

We’ve obviously been busy
during August and September
promoting the tea parties on
our website, Facebook, Twitter
and in the media but if this is
the first time you’re finding out
about it, don’t worry, it’s not
too late to organise your own
Milk, Sugar And Tea party.
Get in touch and we’ll send you
a pack, including invites and
donations boxes. However, if
you can’t host a tea party this
October there’s always next
year. Put Milk, Sugar And Tea
party, 3 October 2016, in your
diary today.

For 2015, any money raised
at your Milk, Sugar And Tea
party should be sent to us
before Friday, 27 November so
that we can enter you into our
prize draw.

FURTHER AFIELD
Of course, it’s not just us
marking World MSA Day.

Partner organisations in North
America and Belgium are also
working hard to use the day to
raise awareness.

The MSA Coalition will
hold their annual conference in
Seattle to coincide with World
MSA Day and a celebration
of light will be held at an
evening reception on Friday, 2
October. Over 100 people will
use LED candles to light up the
room as a way of standing side
by side with people affected by
MSA.

In Belgium, our partner
organisation, MSA-AMS, has
invited and paid for our Interim
Chief Executive Officer, Karen
Walker, to be one of the key
speakers at a conference on
Friday, 2 October to mark
World MSA Day. Other speakers
include Dr Niall Quinn, a
member of the Trust’s Scientific
Advisory Panel.

Karen’s main focus will be
how the MSA Trust works with
health and care professionals to
raise awareness about MSA so

that they can improve the care
they provide to people with the
disease. She said:

“I'm delighted that I have
been invited to speak at this
wonderful event and look forward
to meeting with the organiser,
Ritje  Shouppe-Moons and
other colleagues and healthcare
professionals from FEurope to
share ideas and research; and to
consider how we can work more
collaboratively to improve the
lives of the people we serve.”

FINAL WORD

If you’re hosting a Milk, Sugar
And Tea party, or lucky enough
to be invited to one, we hope
you have a fantastic time. Please
send us your photos and tea
party stories. Please remember
to send any money raised to us

before Friday, 27 November.
THANK YOU.

www.msatrust.org.uk/

MSATeaparty



Brian Nisbet 1959 - 2015 Poet.

ou may have seen an ar-
ticle about Brian in The
Guardian during August. Here
his wife Emily describes Brian’s
life and selects a poem that il-
lustrates what a talent he was.
“Brian was an extraordinary
person who filled the years
since his 2007 MSA diagnosis
with adventures, love, our wed-
ding, friendships, the springer
spaniel, trips across the world
and Creative Writing at Ox-
ford University. His accep-
tance of MSA was full of grace.
There was no room for anger
or frustration as he focussed on
the many friends he gathered,
meals to cook and enjoy, and
the poems still to be written. I
am so proud that he managed
to publish his collection ‘Now
You Know’ from his hospital
bed, and made it back home to
celebrate two launch parties.
Brian had such fun in his last
eight years. Though his poetry
never denies the realities of the
illness, it demonstrates above
all that happiness, hope and

the potential to blossom are
there even in the face of MSA.

‘Now You Know’ has been
selected for the national col-
lection at the Poetry Library
(www.poetrylibrary.org.uk).

‘Now You Know’ is for
sale at £5:00 (plus #£2:00,
UK p&p) by email from:
emilywhite7676@Qhotmail.com.

Also direct from Recep-
tion, Department of Continu-
ing Education, Rewley House,
Wellington  Square, Oxford
and Orb’s Bookshop, 33a
Deveron Street, Huntly, Ab-
erdeenshire, AB54 8BY 01466
793765.

Further examples of Bri-
an’s poetry (including several
set to music and read by Bri-
an himself) can be found at
www.briannisbet.com.” Msa
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Home is Where the Dog Is

Scruffy was a street dog
with a smoker’s bark
tousled hair

heart of steel;

tried to conceal

how much she cared.

Sleepy head Jake
could spot a fake
at fifteen paces.

He knew mysteries,
not least, the zen
of dogginess.

Juno the turbo dog
highly sprung
propeller for a tail
burr hung ears
hose pipe tongue

a chase me grin.

My pack over years
ridiculously pleased
to greet me,

even in defeat.

A man with a dog
is never homeless.



ADVERTISEMENT

A
AstraZeneca ?

Do you have patients diagnosed with Multiple System Atrophy?

Multiple System Atrophy (MSA) is a rare, sporadic, progressive, neurodegenerative disorder of the central and
autonomic nervous systems. Although the etiology of MSA is unknown, the generation of cytotoxic oxidants by the
enzyme myeloperoxidase (MPO) may play an important role in the disease process. AstraZeneca is conducting a
Phase 2 clinical trial with AZD3241, a potent, selective, brain-permeable MPO inhibitor .

The study, entitled “A 12-Week, Multicenter, Randomized, Parallel-Group Study to Assess the Safety, Tolerability,
Pharmacokinetics, Biomarker Effects, Efficacy, and Effect on Microglia Activation, as Measured by Positron
Emission Tomography, of AZD3241 in Subjects with Multiple System Atrophy” has started in the first half of this
year. The study is double-blind and placebo-controlled, and will investigate two dosage levels of AZD3241. The
study will be conducted at sites in the United States and Europe. Future studies are planned, including a study of
longer duration focusing on safety and efficacy.

The primary objectives of this study are:
To assess the safety and tolerability of AZD3241 in subjects with MSA.
To determine the effect of AZD3241 on microglia activation, as measured by PET imaging of [''C]PBR28
binding at baseline and after 12 weeks of treatment (2 scans per subject), in subjects with MSA.

A secondary objective is:
To determine the biomarker effects of AZD3241 in subjects with MSA.

Exploratory objectives are:

To assess the pharmacokinetics of AZD3241 in subjects with MSA.

To assess the efficacy of AZD3241 in subjects with MSA. Exploratory efficacy outcome measures include the
Unified Multiple System Atrophy Rating Scale (UMSARS), the Composite Autonomic Symptom Scale
(COMPASS) Select Change Scale (CCS), and the MSA—Quality of Life scale (MSA-QoL).

Patients may qualify for the study if they:

Are 30-80 years old.

Meet criteria for diagnosis of possible or probable MSA (parkinsonian- or cerebellar-subtype) according to the

consensus criteria.

Do not have significant neurological disease other than MSA that may affect motor or autonomic function.
Potential patient eligibility will be confirmed by an independent clinical expert. A Data and Safety Monitoring
Board (DSMB) will monitor unblinded safety data on an ongoing basis to ensure the continuing safety of subjects.
The study involves:

A participation period of approximately five months for each subject
Twelve weeks of treatment with study medication
Approximately twelve study visits, including two visits to one of five global PET centers
Imaging procedures, including the use of a radioligand
Physical and neurological examinations
Blood draws, ECGs, and vital signs assessments
Administration of questionnaires
PRO0E W00 RROTR HR00 RROOE

If you'd like more information and global clinical centers participating on this study please see www.clinicaltrials.gov.
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‘ N Te currently have 35 support groups run-
ning across the UK and Ireland, with

hopefully another by the end of the year. We
have had two new groups start recently, in
Worcestershire, North Yorkshire, and next
month we will see our first group in Wales, held
in Cardiff.

We couldn’t keep the support groups going
without our dedicated volunteers that not only
facilitate the meetings, but also sort out the
refreshments (or persuade others to do them!).
We are always on the lookout for people who
can volunteer at support groups, especially
those that our nurses currently run and which
we would love to secure a leader for. If you
think this is something you would be interested
in please contact me on the details below.

Now for the hints, tips and shared experi-
ences:

At our Shropshire group there was discus-
sion around where to find phones with large
keypads. Members suggested that the Parkin-
son’s UK website www.parkinsons.org.uk had
a range of different telephones with this option.
In addition they also have a phone with a voice
amplifier option and also computer keyboards
with enlarged keys.

During both the Haltwhistle and Settle sup-
port groups questions were asked about who
can help with filling out and completing ap-
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plication forms for disability benefits and Con-
tinuing Healthcare. The Trust can offer basic
advice on these but organisations such as Age
UK, the Citizens Advice Bureau and Parkin-
son’s UK can offer support with, and guidance
when, completing these forms.

At the Belfast meeting, a member asked
about using Botox to help with antecollis (when
the person’s head becomes fixed in a down and
forward position). The advice was that if this
affects you it may be worth asking your consul-
tant for an assessment on whether Botox could
be appropriate. However, be aware it might not
be an option for everyone if the muscles causing
the problem are not accessible to inject into.

We are more than aware that some members
can’t get to our support groups. To address this
we are looking at the possibility of starting ‘vir-
tual’ support groups, using web based services
such as Skype or Adobe Connect. Please do get
in touch if you might be interested or have any
views on this. msa

If you have any questions or would like to
enquire about your local support group please
contact me at emma.rushton@msatrust.org.uk
or call me on 0333 323 4591.




MSA SUPPORT GROUP
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Local support groups are a great way to meet other people
who understand life with MSA and we are expanding our
network all the time.

Please contact Emma Rushton at the Trust’s Office on 0333 323 4591 or email her at
emma.rushton@msatrust.org.uk for more details. These groups are subject to change, so please check the
Trust’s website or ring the Office for up-to-date information.

Somerset/Bristol

GROUPS VENUE DATE & TIME

Kent Room B028, University of Greenwich, Central Avenue, Chatham Thur, 1 Oct - 2.00pm
Maritime, ME4 4TB

Comwa” .................................... EchocentreBarrasp|aceLlskeardpL]46Ay Mon5OCt1oopm ..............

F|fe ............................................. Bums'deHa” Ba |mu||o KW 6OAW ................................................................ Wed 7 Oct 13 Opm ..............

Greenholme Court Community Room, Greenholme court,
Haltwhistle Hospital, Westgate Haltwhistle NE49 9AJ

Room B028, University of Greenwich, Central Avenue, Chatham
Maritime, ME4 4TB

Locking Castle Church, Jasmine Way, Weston-Super-Mare BS24 7JW

Wed, 16 Dec - 1.00pm
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Oliver Davis put on
his trekking boots and
climbed Mount Kilimanjaro

for the Trust raising over
£2,500.

THINKING AHEAD

The MSA Trust Christmas Raffle - Christmas is
only three months away and we are launching our
2nd Christmas Raffle by including a book of raffle
tickets with your copy of MSA News.

Joyce Heath one of our winners last year said,
“Thank you for the opportunity to win tickets to
see David Hare’s ‘Beyond the Beautiful Forevers’.
| took one of my sons with me and we both
enjoyed it immensely.”
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Andrew Oliver took on a
Half Iron Man challenge
successfully raising £1,535.

Congratulations to the new
Mr and Mrs Rossiter who tied
the knot and celebrated their

nuptials, raising a whopping

£3,500 in aid of the Trust.

Prizes this year include a Weekend Log Cabin
Break for two, National Theatre tickets, Luxury
Christmas Hampers, Champagne and more.
Please fill in your details on each ticket, and
return the completed stubs along with any
payment to MSA Trust, Christmas Raffle, 51 St
Olav’s Court, Lower Road, London SE16 2XB. For
more tickets, please telephone 0333 323 4591.
Winners will be drawn and announced on Friday,
11 December 2015 and the winners will be notified.
Good luck!



AUGUST

A very busy month. 13
runners including six
staff from our corporate
partner, ESL took on the
Vitality British 10K raising
over £4,200 for the Trust.
You can follow in their
footsteps by signing up
for next year’s race.

W 4

Team ESL

This year’s RideLondon
saw four cyclists brave
the 100 mile route and
raise nearly £3,000 in the
process.

Well done to Michelle
Allan who cycled 50km in
Scotland’s Cycletta event,

whilst her two children

Lucy (five) & Matthew
(three) donned their cycle

helmets to take part in

Scootathlon in memory

of their Grandpa Sander.

Collectively they raised
£500.

Michelle Allan & kids

John and Jeannette Mclean

raised over £800 by opening

their beautiful garden to the
public.

MSA TRUST’S 2015 CHRISTMAS

CARDS

NOW AVAILABLE TO PURCHASE!

This year we are also featuring a pack of Christmas Cards painted
by acclaimed and award winning artist, Mrs Lulu Wong Taylor. Lulu

was diagnosed with MSA in 2013.

Please see the Back Page for this year’s designs and order form.

2 July was the month of the colour

runs! We had three separate
groups of fundraisers take on the
Colour Run, Run or Dye and the
Color Obstacle Rush bringing in
£800 for the Trust.

Cosatto Ltd donated £1,843.50
to the Trust, after staff member

> % and Trust supporter, Sarah Alcock

nominated the Trust to benefit
from the company’s quarterly
charity profit share scheme.

Many thanks to Sam Goodhind,
who took part in the UK Coast
to Coast Cycle Ride in memory
of his grandad, Peter, raising
£860 and counting.
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SUPPORT THE TRUST

THIS CHRISTMAS

Give a loved one a Christmas card and help
raise awareness of MSA.

Village Scene Robin in the Show

Our four designs each have a greeting inside
reading:

Season’s Greetings and Best Wishes for
the New Year

Pk(s) 1 2 3 4

COST incl. P&P £5.00 £9.30 £13.30  £17.80

The Brightest Star

Nativity Scene - By
Lulu Wong Taylor

Each Christmas card design comes in a pack of
10 and costs £4.00 plus postage and packing.
Please see our cost table for prices if buying
multiple packs. Return the slip below or order
online at www.msatrust.org.uk/our-shop.
Thank you for your support.

5 6 7 8 9 10

£2265  £2655 £30.655 £3458 £3865 £426°

MULTIPLE SYSTEM ATROPHY TRUST CHRISTMAS CARD ORDER FORM

N BT R
AT S e
Postcode:. .o RESIIST o] a T a1 OSSOSO O U RRTURR
Village Scene (QtY)i e Robin in the Snow (QtY)iviiiiiieen Nativity Scene (Qty)...cccoeo.....
The Brightest Star (Qty):................ Total payment enclosed £

We endeavour to ensure the accuracy of articles in MSA News. Please note, however, that personal views and opinions expressed

are not necessarily endorsed by the Trust. Designed by Base Media www.base-media.co.uk. Printed by INQ Design 020 7737 5775.



