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Influencing, lobbying, campaigning are all words used by
health charities to describe activities designed to bring
about change. These activities, sometimes described

as policy work, are not as visible as funding research or
providing support and information, but are still important.

he Trust is keen to influence change for

people with MSA, particularly around
care and treatment. We do this largely through
the work of our services team who provide
educational material and training to health and
care professionals to help them with the care they
provide to their patients with MSA

We're keen also to go a little deeper into the
workings of the NHS to try and influence change
at the heart of care provision. As a small char-
ity we have to “cut our cloth”, and so look to
piggy back wherever we can on the activities of
larger charities, or umbrella groups such as the
Neurological Alliance. The latter, eg, published a
report in September which questioned how easy
it is for people to engage with the new health
system — Healthwatch in particular. Not easy was
the answer. A full summary of their findings, con-
clusions and recommendations is available on our
website: www.msatrust.org.uk, and we’ll be moni-
toring developments.

Supporting the carer is an area the Trust is fo-
cussing on, so it was particularly interesting to see
the report produced by the Carers Trust which
looked at caring from the perspective of the male
carer. Their findings highlighted many issues, one
for noting by employers as well as health and care
professionals, that a quarter of the male carer re-
spondents said they don’t describe themselves as

carers to others which means their need for sup-
port may not be immediately obvious and might
result in them missing out on vital help.

On a different tack, the Trust took the oppor-
tunity to comment on the review by the National
Institute for Health and Care Excellence (NICE)
on the Parkinson’s disease guidelines. We saw this
as an opportunity to stress the need for clinicians
to be more aware of the possibility of a re-diag-
nosis from Parkinson’s to MSA, and the implica-
tions of this when speaking to patients, along with
the need to provide information quickly on MSA,
including signposting to the Trust. Our comments
will be considered by the NICE review group and
we hope will be taken on board.

On a very different note, we welcome our new
Head of Services, Andy Barrick, who has taken
over from Neil Hunter. Neil was instrumental in
developing our information and support services
and we will miss him, whilst wishing him the very
best in his new role as CEO of a counselling char-
ity local to his home town.

Nickie Roberts
Executive Director - Mission
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dopting the role of a car-
er, whether full time or
for a few hours a week, is life
changing. Without the right
systems in place and support
around you, caring can be very
demanding and stressful.
Becoming a full time carer
for someone living with MSA
is a gradual process. At the be-
ginning you may not even see
yourself as a carer. Our mem-
bers often tell us that they ar-
rived at being a full time carer
without having taken time to
prepare for the role, causing
unnecessary stress and anxiety.
In recognition of the vital
role carers play in the lives
of people with MSA, in 2013
we consulted with our mem-
bers and asked what practical
mechanisms we could intro-
duce to make life easier.
Feedback identified the need
for us to build on the support
we offer to carers, and we have
been busy since developing
more carer-specific projects.
In the last issue of MSA
News we announced the launch
of our Carer’s Guide. This was
the first stage of our carer’s
project support work. We are

now moving to the next stage,
and are planning two events
specifically for new MSA car-
ers.

These events will help us
shape similar events we are
planning for the future in oth-
er places around the country.
The sessions will take the form
of a half-day introduction to
caring for someone with MSA,
and will be hosted by one of
our MSA Specialist Nurses.
We aim to cover the following
topics in the session:

MSA education for
carers

Advising new carers on
planning for the future
Ways to care for yourself

new

We have invited an experi-
enced MSA carer to speak and
a member of staff from a lo-
cal Carers Centre will also be
there to promote the services
they offer. Other local special-
ists will also be on hand to give
information on other forms of
support, such as employment
rights and practical ways to
look after yourself.

The first two events will

take place in:

Manchester Carers Centre:
Thursday, 29 October 2014
from 1lam to 3pm
Aylesford Priory (nr Maid-
stone, Kent) on Thursday, 6
November 2014 from 1lam
to 3pm

Lunch will be provided on
both days. The event is infor-
mal and will provide you with
an opportunity to speak to
other new MSA carers. To at-
tend, please complete a regis-
tration form or contact
, or
by calling 020 7940 4666.

“Caring for someone with
MSA is a very demanding job.
Apart from the ever changing
day-to-day needs, it requires
enormous amounts of patience
and understanding. I feel con-
fident that the MSA carer’s
project will be a great help to
those who are currently car-
ing for someone. I am happy
to support this project and
wish it every success.” Judie
Marie, former MSA Carer and
supporter of the Trust’s carers
conference.



lease set your alarms and put a reminder in
your calendars to listen to BBC Radio 4 on
Sunday, 11 January 2015 at 7.55 am.

We are delighted to report that the BBC Ra-
dio 4 Appeal will feature the Trust on 11 Janu-
ary next year. Competition for charities to be
included in the BBC Radio 4 Appeal is immense,
so it is great news that the Trust’s application
was successful, particularly as it will be four
years before there will be another chance to ap-
ply.

More details to follow, but for now please re-
member to the listen to the BBC Radio 4 Ap-
peal on 11 January which will be repeated on
Thursday, 15 January.

BEE
A BBC RADIO 4 APPEAL *"° @

HS 111 is a free-to-call single non-emergency

number operating in England and Scotland.
The service is part of each country’s NHS and
has replaced the telephone triage and advice ser-
vices provided by NHS Direct, NHS 24 and local
GP out-of-hours services. The service is avail-
able 24 hours a day, every day of the year and
is intended for “urgent but not life-threatening”
health issues. It is designed to complement the
999 emergency telephone number for more se-
rious matters, although 111 operators are able
to dispatch ambulances where appropriate. NHS
Direct Wales continues to operate via 0845 4647,
although it is intended the 111 service will be of-
fered during 2015.

ollowing two years of lobbying by the Trust,

the UK’s biggest health website, NHS Choices
(www.nhs.uk), has agreed to include information
about MSA. NHS Choices provides a comprehen-
sive health information service to help put pa-
tients in control of their healthcare and includes
more than 20,000 regularly updated articles.

Nickie Roberts, the Trust’s Executive Director,
said: “Increasing numbers of people are going on-
line to find out about health issues. NHS Choices
is a respected and trusted website that contains
bona fide information, and we felt it was impor-
tant that MSA was listed.

“NHS Choices staff were dealing with a severe
backlog and we waited far longer than expected
for the inclusion of MSA, but we're pleased that
we got there in the end. Not only will this help
people with MSA, but also health profession-
als. The Trust is committed to raising awareness
amongst doctors and nurses about MSA as we
believe this will contribute to improving the care
people with MSA receive.”

he Trust has made a commitment to spend a

minimum of £150,000 pa on research grants
and has recently closed the 2014 grant round.
All applications will be considered by the Trust’s
Scientific Advisory Panel, and details of success-
ful applications will be reported in a future issue
of MSA News and on the Trust’s website. A copy
of the Trust’s current Research Strategy can also
be found on



SA blood pressure can
sometimes drop signifi-
cantly when a person changes
position, eg, standing up from
sitting. Gravity reduces the
rate of blood return from the
body’s veins below the heart
back to the heart, thus reduc-
ing volume and cardiac out-
put. When pressure in the ar-
teries and blood flow decrease
beyond a certain point, the
perfusion of the brain becomes
critically decreased (ie, the
blood supply is not sufficient)
causing light-headedness, diz-
ziness, weakness or fainting.
Blood pressure varies from
person to person and is highly
dependent on hormonal and
autonomic nervous system
response. When people are
healthy, the veins below their
heart quickly constrict and the
heart rate increases to mini-
mize and compensate for the
effect of gravity. This happens
automatically, without us be-
ing aware, by the autonomic
nervous system. The system

usually requires a few seconds
to fully adjust and if the com-
pensations are too slow or in-
adequate, as in MSA, an indi-
vidual can experience reduced
blood flow to the brain, result-
ing in dizziness and potential
blackout. This can put people
at an increased risk of falls.

Low blood pressure can be
defined as readings lower than
90 mm Hg systolic (the top
figure, when the heart is con-
tracting) or 60 mm Hg diastol-
ic (the lower figure, when the
heart is resting) but in MSA
we are interested in the drop
in blood pressure when chang-
ing position. We generally look
for a drop of more than 30 mm
Hg when standing up from a
sitting or lying position.

If you experience postural
hypotension it can be helpful
to keep a record of your blood
pressure to take to your ap-
pointment with your special-
ist. Try not to get too anxious
about it, once a week is usual-
ly adequate, at the same time

of day. You need to record it
first while you are sitting and
then again after you have been
standing for three minutes.
The Trust has a factsheet
called Living with Postural
Hypotension which explains
how to record your blood pres-
sure at home. You can request
a copy from the Trust’s office.

There are many different
kinds of blood pressure moni-
tor, but it is easiest to use a
monitor that is fully automat-
ic. Upper-arm monitors usually
provide the most accurate and
consistent results rather than
ones that monitor by using
your wrist or finger. Make sure
that the monitor you choose
has been ‘clinically validated’
for accuracy. This means that
it has gone through a series of
tests to make sure it gives re-
sults that you and your doctor
can trust.

Blood Pressure UK can give



you a list of clinically validated

monitors  www.bloodpressu-

reuk.org.

TREATMENT OF LOW
BLOOD PRESSURE

In many cases a change
of lifestyle may be all that is
needed.

o Increasing the amount of
fluids you drink each day
can significantly improve
blood pressure levels. Try
to aim for a minimum of 1.5
litres a day, ideally 2 litres.
Try to increase your fluids
in hot weather and remain
in the shade.

» Adding salt to meals at the
table can also help, as can
sleeping with the head of
the bed raised and wearing
elastic stockings (contact
your district nursing service
for assistance).

You are most at risk of los-
ing your balance when you
have been lying down or sit-

ting for some time, and then
change your position to stand-
ing.

» Before attempting to stand,
have a glass of water nearby
and drink this before doing
five minutes of foot exercis-
es; rotate your ankle round
and round and pump your
foot up and down to in-
crease your blood pressure.
Then raise yourself up from
an armchair slowly (riser
recliner chairs are ideal for
this) and stand with sup-
port for a few minutes be-
fore walking to allow your
blood pressure to stabilise.

o If you are in bed, sit on
the edge of the bed for five
minutes before attempting
to stand and carry out the
same foot movements.

If your blood pressure
doesn’t improve with these
measures your specialist may
recommend medication to in-
crease the blood pressure,

particularly if you have symp-
toms that are problematic (eg,
blacking out). Commonly used
medications include Fludrocor-
tisone, Midodrine and Ephed-
rine. Doses are very individual
and should only be adjusted
by your specialist.

And remember, the Trust’s
MSA Specialist Nurses will be
happy to answer any question
or concerns you have about
blood pressure and its treat-
ment. msa

The Trust has a fact sheet
with more information on
Postural Hypotension in MSA,
It can be downloaded from
the welbsite or by contacting
us on: 020 7940 4666 or
office@msatrust.org.uk.
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BUILDING A COMMUNITY PRESENCE

Since the appointment of Emma Myers as Volunteer
Coordinator, work has started on the Trust’s plans to build its
local prescence and a model for volunteer support in each
area of the UK. Emma reports.

he feedback from members

about our plans has been
extremely positive, and I've
been thrilled to receive a num-
ber of enquiries from members
who are interested in getting
involved.

Our volunteer programme
will see teams of local volun-
teers supporting the Trust
through fundraising, devel-
oping awareness of the Trust
and MSA and building local
knowledge of services available
to support people affected by
MSA. Each team will be over-
seen by a regional lead volun-
teer who will coordinate the
volunteering activities in their
area.

Here’s some brief informa-
tion of what each volunteer
role involves:

» Regional Lead Volunteers
will help to support and
manage a group of volun-
teers. The role involves in-
stigating regular contact,
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reviews and network meet-
ings to share best practice
and experiences.

o Local Fundraising Volun-
teers will help the Trust by
delivering fundraising ac-
tivities in their local area.
The role involves organising
and promoting fundraising
events, researching new fun-
draising opportunities and
supporting any other fund-
raising opportunities taking
place in the local commu-
nity on behalf of the Trust.

» Local Awareness Volunteers
will help the Trust by rais-
ing vital awareness of MSA
and of the work of the Trust
within their local commu-
nity. The role involves at-
tending local events that
we can use to raise aware-
ness, seeking opportunities
for media coverage and case
studies and gaining valuable
contacts for the Trust.

o Local Knowledge Volun-
teers will help the Trust

t.org.uk

by raising awareness of lo-
cal services available to
support people with MSA.
Their role involves collating
information for use on the
Trust’s searchable database,
the MSA Local Hub.

Detailed descriptions for
each of these roles are avail-
able on our website if you’d
like further information and,
of course, please feel free to
contact me at emma.myers@
msatrust.org.uk.

The fantastic news is that
we have now started recruit-
ing volunteers, initially in the
West Midlands and North
West England, and details of
the current vacancies in these
areas can be found on our
website. We will be recruiting
in other areas too in the very
near future, so please keep an
eye on our website for further
information or contact me if
you are interested in offering
your support. Msa



TRUST SUPPORT SERVICES

Emma Rushton recently joined the Trust as Support Services
Officer in our growing services team. She explains her role:

y work here at the Trust

will be to contribute to the
services team support services
provided to people with MSA,
their carers, friends and family.
This will involve being on the
end of the team’s telephone in
London, responding to emails,
and also working on the big pic-
ture of trying to raise awareness
of MSA amongst health and care
professionals - something that is
key to helping people with MSA
and their carers gain the best
support possible.

From 9 am - 5 pm, Monday-
Friday, I will be at the end of
the telephone and happy to
speak with you and help with
any questions and queries you
may have, especially concerning
our information material and

support groups. I also work very
closely with our MSA Specialist
Nurses who are part of the ser-
vices team, and who handle all
queries around managing MSA
Symptoms.

Another key part of my role is
to liaise with our network of vol-
unteer Support Group Leaders,
helping the Leaders in their roles
and working closely with poten-
tial new leaders on the ongoing
growth of our support groups.
I will also be on hand support-
ing at events such as the Friends
and Family day in Cardiff that
is fast approaching — and please
let me know if you'd like more
details on events like this.

We're currently looking at
how to ensure our administra-
tion around support groups is

POPPYS

Earlier this year we went to a nearby Klondyke

garden centre and bought a packet of poppy
seeds being sold in support of the Trust. They
came up a treat, and | took this photo of one
which | think closely matches the “MSA Orange”.

John Hewitt

South Yorkshire Support Group Leader

as cost-effective and efficient as
possible, and are hoping to even-
tually email all support group
invitations. With this in mind,
it would be a great help if you
could let me have an up-to-date
email address so that I can send
you invitations to your closest
support group, and also keep
you in the loop with Trust infor-
mation and events - just email
me at office@msatrust.org.uk
with your name and postcode.

I look forward to speaking
and, hopefully, meeting some of
you in the future!

Please feel free to call me on
020 7940 466 or email me at

office@msatrust.org.uk. msa
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As well as holding a position as a
Consultant Neurologist at the Salford
Royal NHS Foundation Trust, Dr Chris

Kobylecki is a part-time researcher in
clinical and cognitive neuroscience at
the University of Manchester.

His work focuses on the cog-
nitive impairment (mem-
ory, thinking and reasoning
impairment) of MSA patients,
and he and his team received
a grant from the Trust in 2012
to fund new research into the
condition.

Currently Dr Kobylecki de-
votes one day a week to re-
search and has been working
on a project focusing on com-
parisons of cognitive impair-
ment in patients with MSA
and Parkinson’s Disease. His
research aims to reveal impor-
tant information which could
help with future treatments for
patients with MSA. Research
has highlighted that cognitive
impairment is a problem for
MSA patients as well as pa-
tients with other conditions
such as Parkinson’s disease. Dr
Kobylecki says, “Various stud-
ies in scientific literature exist
which highlight differences be-
tween cognitive impairment in

MSA and Parkinson’s patients
compared to control patients,
but the differences are not yet
fully understood.”

A typical research day for Dr
Kobylecki involves a number of
important jobs, including meet-
ing with patients to discuss
their condition as well as asking
if they would be willing to take
part in his current studies. He
then discuss with them issues
related to the studies regard-
ing the techniques used. His re-
search of MSA patients involves
taking MR scans and another
imaging technique known as
FDG PET scans, which show
the levels of activity in differ-
ent brain areas. These scans are
taken to help highlight which
regions of the brain are chang-
ing in MSA patients and pos-
sibly contributing to symptoms
of cognitive impairment.

Dr Kobylecki is involved
in the day-to-day supervision
of patients undergoing brain
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Dr Chris KobylecKi

scans, and it is critical that
these are done in a standard
manner and that patients feel
at ease.

Following the scans, he and
his team analyse results as well
as the data they have collected
on patients such as informa-
tion on memory and thinking.
“Analysis of the data and draw-
ing conclusions can often be the
part which takes longest!” Dr
Kobylecki says. The team will
then ultimately talk to patients
about what the scans have re-
vealed, and the conclusions
they have come to.

Dr Kobylecki and his team
play a vital role in the work to
reveal important information
about MSA which will hope-
fully provide new treatments
for the future. Without work
like this to better understand
symptoms such as cognitive im-
pairment, new treatments may
not be found. msa



THE TRUST’S SPECIALIS
NURSE SERVICE

Our Specialist Nurses
provide a telephone

and email support

service and offer advice
and information about
MSA from living with
the illness to symptom

mManagement. They

can also help to explain
what further support

you may need and
where to find it.

TELEPHONE AND
EMAIL SUPPORT

This operates 9 am - 5 pm,
Monday-Friday or, if you prefer,
you can email them. There is an
answerphone if they’re out of the
office, so please feel free to leave
a message. Calls are returned
within 24 hours or by the next
working day if you call over the
weekend. Most are responded to
within a few hours of your call.

Contact the Nurses by either
telephone or email:

- Katie Rigg:
01434 381 932

+ Samantha Pavey:
0203 371 0003

» Jill Lyons:
01934 316 119

o Email:
nurses@msatrust.org.uk.

SUPPORT GROUPS

The Specialist Nurses attend
some MSA support group meet-
ings located throughout the UK.
They often give short talks or
presentations and are happy to
answer questions. They can also
answer any concerns on a one-to-
one basis at the group meetings.
For more information about
MSA support groups, please
contact Emma Rushton at the
Trust’s office (020 7940 4666) or
visit the website at: www.msa-
trust.org.uk/living-with-msa/
support-groups.

I3
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OTHER SPECIALIST

NURSE SERVICES

o The Nurses attend special-
ist MSA clinics around the
country.

» They provide education ses-

sions to multi-disciplinary
team members who are sup-
porting someone living with
MSA.

o They produce information
leaflets for the Trust.

o They can liaise with Parkin-
son’s Nurse Specialists and
other health and care profes-
sionals.
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FRIDAY, 3 OCTOBER 2014

The lights go orange, our first video, increasing funds for vital
research - the MSA Trust celebrates World MSA Awareness
Day 2014. Head of Communications, Franca Tranza, reports
on the many activities that marked this year’s event.

BLACKPOOL TOWER
TURNS ORANGE

Thanks to Nuala Herbert,
the lights at Blackpool Tower
were turned orange on Friday,
3 October in memory of Nu-
ala’s husband, John, who was
Operations Manager at the
Tower from 1988 to 1993.

Earlier this year, I received
a call from Nuala, which I re-
member vividly.

Nuala was a woman with a
mission. She was adamant that
the Blackpool Tower, where
John worked for several years,
would play a part in marking
World MSA Awareness Day
by turning the lights orange.
From that first call I realised
that Nuala was not going to
take ‘no’ for an answer.

I have no doubt that a big
group of Nuala’s friends and
family were at the bottom of
the Tower sporting the Trust’s
colours with orange T-shirts
when the lights were turned

on. Nuala said she wants other
Towers around the world to
go orange next October — the
Eiffel Tower, CN Tower — I
wouldn’t be surprised if she
makes it happen!

Nuala said:

“Im always keen to do
whatever | can to raise
awareness about the
disease and for the MSA
Trust. We received such
fantastic support from
the charity, and having

a specialist nurse to

turn to helped ease our
frustration and isolation.
I’'m also so grateful to the
management of Blackpool
Tower for helping me keep
John’s memory alive.”

a ISSUE 41, 2014 | www.msatrust.org.uk

THE TRUST’S FIRST
VIDEO

To help raise awareness
about MSA we have produced
our first video featuring An-
drew Hulkes from Essex who
was diagnosed with MSA in
2012 and David Probert from
Surrey, full-time carer of his
wife, Migs, who was diagnosed
in 2011. Our Specialist Nurse,
Katie Rigg, and the Chair of
our Trustee Board, Professor
Clare Fowler, also took part.

You can find the video on
our website, www.msatrust.
org.uk, and we’ll also be pro-
moting it through our social
platforms: Facebook, Twitter
and LinkedIn. We would be re-
ally interested to know what
members think of the video -
please let us know by emailing
franca.tranza@msatrust.org.uk.

PROJECT 12.5

On Monday, 1 September
we launched a special appeal



for World MSA Awareness
Day asking people to donate
£10 towards the Trust’s vital
research to find the cause and,
one day, a cure for MSA.

The Trust’s new three-year
Research Strategy has a com-
mitted spend of a minimum of
£150,000 each year. The aim
of this special appeal is to help
the Trust fund one month’s
funding - £12,500.

Anyone wishing to donate
specifically to fund scientific
research can do so through our
dedicated Research Appeal
page: www.msatrust.org.uk/
get-involved /research-appeal.

SOCIAL MEDIA

Everything we do is sup-
ported by communications on
our social media platforms,
Twitter, Facebook and now
LinkedIn. On 1 September we
began a countdown to 3 Octo-
ber asking followers to donate
towards Project 12.5.
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COMMUNITY
FUNDRAISING

We’re working with the su-
permarket Asda to mark World
MSA Awareness Day. Asda
branches in Melksham and
Wortley have agreed to fund-
raise for us at their stores on
Friday, 3 October. Perhaps the
start of an Asda World MSA
awareness campaign! We're
grateful for their support.

AROUND THE WORLD

World MSA Awareness Day
helps us remember there is a
global MSA family working
together to raise awareness
about the devastating impacts
of this disease. And this year is
no different - all over the world
people affected by MSA are
doing what they can to spread
the word.

In Belgium, Rita Schouppe,
who is part of the World MSA
Day Volunteer Team, has had
ambitious plans - she’s been

asking supporters to pledge to
walk or cycle a mile or kilo-
metre for MSA. The goal is to
walk or cycle all 24,901 miles
(40,075 kilometres) around the
Earth at the equator’s line!

Rita is also behind the 24-
hour wave of light — she asked
supporters to light a candle in
their home at 8pm in their lo-
cal time zone for one hour.

In North America, Miracles
for MSA is asking support-
ers to showcase their photos
of candles with family and
friends’ gatherings to mark
World MSA Day on their Face-
book page. Last year hundreds
of photos were posted as the
virtual wave of light started in
Australia and travelled around
the world.

Why not send your pho-

tos to: franca.tranza@msa-
trust.org.uk.



FUNDRAISING
ROUND-UP

This summer saw an array of fundraising events in support

of the Trust, and local fundraisers were as busy as ever. Here

are a few highlights:

Technically just before the
start of British Summer-
time, in May, Howard Bailey
from Hampshire began his 1,000
mile cycle from Land’s End to
John O’Groats in memory of
Colin Griffin, a family friend.
With the help of Colin’s wife,
Pam, Howard raised an incred-
ible £14,110.

Having promised his father-
in-law before he passed away
that he would do a walk to try
to raise money and awareness
for the Trust, Chris Hill from
West Yorkshire organised the
first ‘Alan Heppenstall Memori-
al Walk’ On a very bleak ‘sum-
mer’s’ day the walkers, includ-
ing Alan’s 12 year old grandson,
set off on their 32 mile journey.
Between all the walkers they
have donated over £8,000.

Michelle Linegar from Surrey
and Gareth Perkins from Som-
erset are now officially World
Record breakers, having taken
part in a record attempt for the
most tandem skydives at a sin-
gle venue in 24 hours.

The Trust was chosen as the
nominated charity for a spe-

cial concert performed during
Brighton Fringe Festival. British
Music and the Great War was
organised by Sophie Bartlette
from Brighton, and raised £317
for the Trust.

July saw a team of eight MSA
runners take on the British 10k
in London. The team raised al-
most £2,000. If you fancy put-
ting on your trainers and taking
part in this fun event next year,
please get in touch with our fun-
draising team for more informa-
tion.

In August the second Ride-
London-Surrey 100 took place,
and our five MSA cyclists
smashed their team target rais-
ing over £8,000.

As ever, there are far too
many fundraisers to mention
each by name, but we are ex-
tremely grateful to each and ev-
ery one of you.

A GIFT IN YOUR WILL

Gifts from Wills are a very
important part of the Trust’s in-
come every year. We need to en-
sure that this income continues
over the coming years so we can

a ISSUE 41, 2014 | www.msatrust.org.uk

continue to provide vital care,
as well as confidently plan the
expansion of our services to best
support the MSA community
across the UK and Ireland.

With 35% of the general pop-
ulation saying they would con-
sider including a gift to charity
after providing for their family
and friends, and only 7% doing
S0, there is huge potential to in-
crease our income in this area
so that we can help more people
affected by MSA.

After you have provided for
your own family and friends,
please consider providing for
people in need of future support
from the Multiple System Atro-
phy Trust.

We understand that leaving a
gift in your Will is an extremely
private matter. However, should
you wish to discuss your wishes
with us, please contact Katie
Heyward, Head of Fundraising,
on 020 7940 4134 or email katic.
heyward@msatrust.org.uk.
Thank you. msa



hael Stevenson & Alex Brown ' :
.:.' after RideLondon-Surrey

Jenni Hepworth after Howard Bailey - Land’s End
British10k to JOG - finish!

Due to the overwhelming demand for tickets to our
inaugral Service of Light in London this year, we are
pleased to announce that we will be holding two separate
Service of Light events in March 2015.

YOU MAY LIKE TO NOTE NEXT YEAR’S SERVICE OF LIGHT EVENTS IN YOUR DIARY:

« Saturday, 7 March 2015, St Ann’s Church, Manchester City centre

« Saturday 21 March 2015, St Paul’s Church, Covent Garden, London

« Both events will be held during the afternoon, and full details of each Service will be covered in the
next issue of MSA News.



SWALLOWING

DIFFICULTH

-S> IN MSA

If coughing during meals is a problem, it could be a sign

that your swallowing is faulty.

Coughing is a normal reaction

to help prevent food going into your lungs and causing
infection. A Speech and Language Therapist can assess the

strength of your swallow and,

together with a Dietician, will

advise on the best type of food for you.

f you are feeling generally unwell, or perhaps

because you have something called oro-pha-
ryngeal dysphagia, ie, difficulty with swallow-
ing often more noticeable with fluids, it may
be that your diet should be changed to a “soft
diet” .

Your Speech and Language Therapist will as-
sess you and advise on the type of diet that is
required; they may also refer to a Dietician for
advice. The type of diet they might suggest may
include thick puree, thin puree, pre-mashed or
fork mashable foods. Initially, advice may be to
avoid certain foods that might cause coughing,
and later advice may be to change to soft foods
or pureed foods. There are also alternative ways
of feeding, such as a “Peg” or feeding tube.

People with MSA can find their weight is af-
fected if they have difficulties with swallowing,
perhaps being unable to eat sufficient food to
maintain weight, or unable to drink adequate
fluid to maintain hydration. There are firms who
supply foods suitable for an adapted diet, and
these include:

www.wiltshirefarmfoods.com

www.icarecuisine.co.uk
www.kealthfoods.com
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If you are experiencing difficulties with your
swallowing, ask your GP to refer you to a
Speech & Language Therapist. You can also
contact the Trust’s Nurse Specialists if you
require further information, or have questions
or concerns about swallowing.



“ING WE

SEASONAL FLU VACCINATION

Doctors are encouraging patients in clinical risk groups to book
into their GP surgery for a free annual seasonal flu vaccination.

lu is a highly infectious dis-

ease with symptoms that
come on very quickly. Colds are
much less serious and usually
start gradually with a stuffy or
runny nose and a sore throat.
A bad bout of flu can be much
worse than a heavy cold.

The most common symp-
toms of flu are fever, chills,
headache, aches and pains in
the joints and muscles and ex-
treme tiredness. Patients in
clinical risk groups are up to
ten times more likely to experi-
ence complications from catch-
ing flu than others.

WHO IS AT INCREASED RISK
FROM THE EFFECTS OF FLU?

Even if you feel healthy, you should have the free flu

vaccination if you have:
« A heart problem

Dr Mark Sanford-Wood, a
Devon GP and spokesperson
for the doctor’s body, the Brit-
ish Medical Association, said:

“It’s really important that
patients who are in the clinical
risk groups take up the offer
of the free flu vaccination.

It’s quick, easy, and safe. The

effects of flu can be much
more serious than people
think, and vaccination is
the best form of protection
against the risk.”

FOR MORE DETAILS,
PLEASE VISIT:

« NHS Choices - www.nhs.uk/
Conditions/vaccinations/
Pages/flu-influenza-vaccine.
aspx

« 10 myths about the flu and
the flu vaccine - www.nhs.
uk /Livewell /winterhealth/
Pages/Flu-myths.aspx

» Keep warm, keep well www.
nhs.uk/Livewell /winter-
health/Pages/KeepWarm-
KeepWell.aspx

WHO ELSE SHOULD HAVE A FLU
VACCINATION?

You should have the flu vaccination if you have any

condition listed left, or are:

+« Pregnant

A chest complaint or breathing difficulties,
including bronchitis or emphysema

Kidney disease

Lowered immunity due to disease or treatment
(such as steroid medication or cancer treatment)
Liver disease

Had a stroke or a transient ischaemic attack (TIA)
Diabetes

A neurological condition

Aged 65 years or over

Living in a residential or nursing home

The main carer of an older or disabled person

A household contact of an immuno-compromised
person

A health or social care worker
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WELCOME TO OUR N
CORORATE PARTNER

Mask-arade was founded
iINn 2008 by three directors,

Ray Duffy, Chris O’'Nyan and
Dean Walton, who shot to
fame after appearing on BBC
TV’s Dragons’ Den with their
original idea for a celebrity and
personalised mask company.

Ray Dufty has become passionate about rais-
ing awareness about MSA since his father-
in-law was diagnosed with the disease. As part of
his commitment to raising awareness and funds
for the Trust, for the next year every personalised
mask that Mask-arade produces will feature the
Trust’s logo and a unique text-to-donate code.

For more information about Mask-arade and
their products, which include celebrity masks,
pet masks, masks for special events such as hen
nights and much more, please visit their website
www.mask-arade.com.

In Memory

Delia Regan Steve Hammond
Dawne Baker
David Cottrell
Maureen Dutton
Chris Purkis
Robin Edgley

Peter Freeman

Derek Angus
Pat Hoolahan
John Mawer
Yvonne Willott
Gordon Poole
Derek Bilsdon

Richard Griggs Lorraine Smith
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Doris Stow

Jim Taylor

Grace Voyce
Adrienne Wilmot
Christine Harvey-May
Geoff Aitken

Susan Gibson

Betty Betts
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Ken Etchells

Harry Pougher

Janet Ingamells
Edward Thomas Sales
Cliff Fuke



MSA SUPPORT GROUP
DIRECTORY

Local support groups are a great way to meet other people
who understand life with MSA. Please contact the Trust’s

office on 020 7940 4666 or email office@msatrust.org.uk
for more details.

GROUP

VENUE

DATE & TIME

Cornwall

Echo Centre, Barras P, Liskeard, Cornwall PL14 6AY

Mon, 6 Oct - 1.00pm

Essex Great Tey Village Hall, Great Tey, Essex CO6 1JQ Mon, 27 Oct - 2.00pm
Norfolk/Suffolk Roydon Village Hall, High Road, Roydon IP22 5RB Wed, 29 Oct - 2.00pm
Devon Baptist Church, High Street, Cullompton EX15 1AA Fri, 7 Nov - 2.00pm

Northumberland TBC Wed, 26 Nov - TBC
Shropsmre ................................. TheLanternMeadOWFarmDrlveShrewsburysy14NG Mon1Dec13opm ................
Yorkshire | St Peter and St Paul Church Hall, Todwick, Sheffield S26 THN | Wed 10 Dec-130pm |
. S u rrey ........................................ Sha|fo rd \/ |||a ge . Ha ” Km g S Roa d Sha|ford GU 4 8JU ..................................... Th ur ” De C . Zoopm ..............

If you are interested in becoming a Support Group Leader, please contact Emma Rushton at
the Trust for more details on 020 7940 466 or by email at officec@msatrust.org.uk.
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CELEBRATE WITH THE TRUST

THIS CHRISTMAS

We are delighted to launch this year’s
Christmas cards to raise both funds anad
awareness of MSA.

Our three designs are 137mm x 137mm and each and costs £4.00 plus postage and packing. Please
have a greeting inside reading: With every good see our cost table for prices if buying multiple packs.
wish for Christmas and the New Year

Each Christmas card design comes in a pack of 10 Thank you for your support!

Pk(s) 1 2 3 4 5 6 7 8 9 10

COST incl. P&P £4.8 £8.87 £12.87 £l6.87  £2250 £26.50  £3050  £3450  £3850 £4250

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
Three KiNgs (QEY )i Playing in SNOW (QEY )it
Christmas Village (QEY )i 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.



