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Cakes, cards and
collections

Getting to grips with
Gilenya

All aboard! Train
travel with MS

From a psychic
workshop to a
fundraising cake
break, see what we've
been up to on page 3.

We chat to Rose
about her experience
and advice for new
starters. Learn more
on page 5.

Seasoned rail user
Tim talks us through
a national passenger
assistance scheme.
Keep on track on
page 6.

Meet your committee
We are volunteers aiming to offer support, activities and information to
everyone affected by MS. Here's a bit about us - come and say hello!
Pam Bradley
Group coordinator
Hi, I'm Pam, I have MS and
I've been part of the branch
since 1986 when my twin
sister got me involved with
the annual flag day. I have
been secretary for the young
people's group, treasurer for
many years and now enjoy
my role as group coordinator.

Brian Whittaker
Health and safety
Hi, I’m Brian. I don't have
MS but have been actively
involved with the Dudley
group for several years, and
because of my background
was asked to take on the
H&S position. I am retired,
but ‘work hard’ at being a full
time carer for my wife.

Anne Ross
Finance coordinator
I started volunteering in 2015
after retiring from work and
have been finance
coordinator since 2016. My
responsibilities include
keeping accurate accounts,
producing monthly reports for
MS head office, paying bills
and banking income.

Eileen Woodbine
Events
I'm Eileen and I have had
PPMS for about 13 years.
I've been volunteering for
around a year now and
hopefully organise some
nice events inside and
outside of Queens Cross.

Erica McGough
Events
Hi, I’m Erica, the external
events co-ordinator. I don't
have MS, but my younger
brother and sister do. I retired
from the civil service on
January 12 this year and
attended my first meeting at
Queens Cross three days later
to become a volunteer.

Caroline Horst
Communications
Hi, I'm Caroline. I look after
the group's newsletter and
media relations - I'm always
happy to hear your stories.
I've had MS for 15 years and
manage it with the help of
family, friends and lots of
cups of tea.

Rose Barratt
Fundraising
I'm Rose and have had MS
for six years. I look after our
fundraising events and
activities but also support the
young person's group, social
media and emails. The group
offers me massive support
and I wanted to help.

We need you!
Fundraising is very
important to us. Money we
raise allow us to provide
activities, trips and
exercise classes for the
group. We're currently
looking for another
fundraising volunteer - let
us know if you can help.
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What we've been up to
Tuning into another dimension

Wondering just what the cards will reveal during November's psychic workshop.

We enjoyed trying to tap into our latent
psychic abilities during a workshop
with medium and healer Janet
O'Carroll.
Janet told us of her own experiences
of 'feeling different' from a young age,
took us though different ways in which
to read for people and talked about the
history of tarot cards and ouija boards.
While some of us proved much more
intuitive (and far less cynical!) than
others, it was a fascinating session of
tarot reading, extra sensory perception
and aura identification.
Find out more about Janet's work at
www.psychicfields.com

Access in Dudley: working to make the community more inclusive
Tina from local charity Access in Dudley visited us to talk about what the organisation offers. It works to
provide accessible information for people, remove barriers that make services and buildings inaccessible
and encourage the provision of accessible transport. For more information on what Access in Dudley does
and how it can help visit www.accessindudley.org.uk, email info@accessindudley.org.uk or call 01384
569505.

Cakes, collections and cash
We've been busy fundraising this autumn with all funds
going to the branch. A collection at Tesco in Stourbridge
raised £143.27 and a cake break organised by Gill,
whose daughter Caroline has MS, pulled in £90.
Huge thanks to everyone who has supported us or
volunteered to help collect.
We are always looking for people to join us for an
hour or so during our collections. Let Rose know if
you can help by emailing dudley@mssociety.org.uk

Upcoming events
Christmas meal at the Copthorne Hotel, Brierley Hill on December 3.
3

Here to help
Each edition, we'll be talking to some of the people who can support us with our concerns, questions and
worries about MS. This time we're having a chat with Lyndsay Smith, Local Network Officer at the MS
Society.
What do you see as the benefits of being part of a local
group?
I’m lucky enough to see the benefits every week. Local
groups offer so many opportunities for people affected by
MS to socialise and, most of the time, the last thing we’re
talking about is MS! The local groups are welcoming and
friendly and this is so important to keep people connected
and reduce feelings of loneliness and isolation. Similarly
local groups offer chances for exercise and I’ve seen so
many improvements in a person’s abilities since joining a
local group. I'd also like to think that the volunteers get huge
benefits from seeing the results of all their hard work – but
you’d have to ask them about that!

Hello Lyndsay! Please introduce
yourself and your role
Hello! My name is Lyndsay Smith and I am
one of the Local Network Officers at the MS
Society, I have a regional role and one of
the areas I cover in my patch is Dudley.
How do you help us here in Dudley?
The volunteer team at Dudley MS Society
are fantastic but I’m here to help when they
need me. In Dudley I attend the volunteer
team meetings, give updates on news from
the national MS Society, help recruit new
volunteers, help organise events such as
the Information Days and make sure the
finances and all MS Society health and
safety processes are running smoothly. I
supported the volunteer team to develop
the exercise services that Dudley Group
now offer and supported the move from the
Dingle to Queens Cross. I love coming
along to the drop-in sessions at Queens
Cross and meeting and chatting to
everyone who comes along.

What are some of the reasons people volunteer?
Often a person has a personal connection with MS, they
either have MS themselves or know or live with someone
who does. Sometimes people volunteer because they want
to be involved in a local charity, because they are looking to
improve their skills or want to ‘give something back’ either to
the MS Society as a charity or to their local community.
People say that they have made many friends and have
great sense of personal satisfaction from their volunteering
experiences with us, which is always good to hear.
What support can you offer to volunteers?
The MS Society provides training. experience and
emotional support. I am on hand every day to answer a
multitude of volunteer questions, lend a listening ear when
needed, help volunteers work through a challenge, develop
a new service, apply for funding, advise on MS Society
processes - and I’m pretty good at making cups of tea as
well!
How do we find out about volunteering?
Our volunteers are amazing and we’re always looking for
more! In Dudley we’re looking for Fundraising Volunteers to
join the team. You can speak to me, any of the current
volunteers, call 0808 800 8000 or check out our vacancies
at www.mssociety.org.uk/get-involved/volunteer
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Your experiences: Gilenya
Deciding on a treatment can feel completely overwhelming.
Hearing about others' experiences can be really helpful.
Drug profile: for those who have the same or an increased number of relapses despite treatment with
other DMTs. Gilenya (also known as Fingolimod) is a daily tablet and its effectiveness is classified as
good. Side effects can include headache, diarrhoea, back pain, cough and increased risk of infections.
There is a very small risk of PML, a rare viral disease, but patients are regularly monitored.
Rose's story
Rose was officially diagnosed with MS in 2014 but she
had first experienced symptoms with a loss of sensation
in her legs during her pregnancy in 2012.
“I had it again in 2014 but in my upper body,” she
says, “and more symptoms this time including double
vision, numbness and tingling, speech problems and
mobility problems.
“I was diagnosed in hospital after a MRI scan and
lumbar puncture. They initially thought I was having a
stroke or brain tumour so when they told me it was MS it
was almost a relief to know what was causing all this.
“Once it had sunk in I was nervous and scared as I
didn’t know what to expect. I was only 24 and I had a
one-year-old.”
Rose was started on Rebif but had a reaction to the
injections. Then she tried Tecfidera, but had two
relapses within six months. Gilenya is Rose's third DMT.

It's doing its job
The first dose of Gilenya can cause your heart rate to temporarily slow down or to beat irregularly. For this
reason, it is given in hospital and people are monitored for at least six hours afterwards to check for any
problems.
Rose underwent the initial monitoring without issue and has found that Gilenya is currently suiting her.
“When I first went on it I had slight light headiness but no major side effects,” she says.
“The main thing is I am more prone to infections as I have a lower immune system which is a common side
effect of this DMT.”
Despite this, Rose feels Gilenya has been the right choice for her: “It has been beneficial for me as I’ve had
quite a rollercoaster with DMTs in such a short space of time.
“I’ve been on Gilenya for four years now and have no major changes in my MRIs, so it’s doing its job.”
For others considering Gilenya, Rose has this advice:
Don’t be alarmed by the ‘monitoring’ on your first dose. Take a book with you to pass the time as it’s a
long day. I had no issues whilst being monitored.
Do your own research - talk to others who are on that DMT, online forums such as Facebook groups are
a wealth of knowledge and offer reassurance in those early days.
Share your story of how you manage your MS, with or without DMT. Email dudley@mssociety.org.uk
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Train travels with MS
Travel fan Tim shares his tips on how to get about by train - without leaving your wheelchair.

Tim took this fabulous shot of the London skyline on
one of his trips to the capital.

There are many great places to visit in the UK, but
sometimes worries about the effort involved in
getting to them can prevent a great day out. We
spoke to Tim about his train trips from
Wolverhampton to London and what help is
available for the journey - whether you use a
wheelchair, have mobility requirements or other
support needs. Here Tim talks us through his
experiences of using Passenger Assist, a National
Rail scheme which individual train operators use to
organise support and assistance.
Before you travel
Tim says there are a few key issues to consider
before travelling by train:
ensure your carriage and seats are accessible whether this is through ramped access for a
wheelchair user or making sure assistance is
available to help you climb on and off the train
identify the location of accessible toilets on the
train
organise Passenger Assist at least 24hrs before
your journey.

Tim thoroughly recommends planning your journey
with Passenger Assist.
"It is essential for anyone with a disability," he says.
"Assistance can help you get to and from the
platform where your train is and then to get on and
off the train whether you are able to use the steps
with help or need a ramp.
"Passenger Assist will also ensure that you can get
on and off the train in sufficient time which is vital if
the train is only passing through the station."
The scheme will also help you to get to your seat or
wheelchair position on the train. Tim says that if you
plan to transfer to a standard seat on the train from a
wheelchair you will need to ensure there is a storage
space for your chair when you book your seat, as
there are concerns about chairs blocking access.
How to access the help
Most mainline train operators can organise support
for you. Tim recommends calling Passenger Assist
for the relevant train operator first. This is for advice
regarding the location of accessible carriages and
wheelchair seating locations for your train journey.
Generally you will then have to ring a different
telephone number to buy your tickets and reserve
your seats on the train.
The contact details below are for Passenger Assist
for a number of train operators, you can also find
information on their websites. Alternatively contact
National Rail Assistance on 0800 022 3720, who will
forward your call to the relevant train operator for
your journey.
Chiltern Railways: 03456 005 165
Cross Country Trains: 0344 811 0125
West Midlands Rail Services: 0800 024 8998
Great Western: 0800 197 1329
Transport for Wales: 03330 050 501
Virgin: 08000 158 123

Once you have bought your ticket and where
"I have always booked assistance at the same time
possible reserved your seat, you then need to ring
as purchasing tickets, normally 12 weeks
the train operator’s Passenger Assist back to arrange
beforehand, to take advantage of advanced saver
the exact help you need.
discounts," adds Tim.
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Keep cosy this winter
The winter months are likely to affect people with
MS in different ways. For some, the crisper
weather and cooler temperatures can make
symptoms feel better. For others, this can be a
dreaded time of year.
Researchers have found that in many people
with MS, getting cold may affect the speed that
messages pass along previously damaged
nerves. This delay causes increased symptoms.
Some people might have a lesion in an area of
the brain that should respond to decreased
temperature - for example, by initiating shivering
so that you warm up again. Without this
response, you will still feel cold.

Top tips to deal with the cold
Layer up: peel layers on and off as needed
Move regularly if you can: avoid muscle stiffness
and improve circulation
Have hot food and drinks: but limit alcohol which
can affect blood flow and increase symptoms
Keep your house warm: some tips are available
at www.energysavingtrust.org.uk
A fleecy blanket: perfect to cuddle up in

The cold weather may affect your mobility with
worsening stiffness and spasms, an increase in
nerve pain or altered sensations. The colder
temperatures may also have an impact on your
energy levels.

The national picture
Stop MS appeal

Lemtrada: new guidelines

Sativex licensed in England

The MS Society's Stop MS
Appeal has been officially
launched and aims to raise
£100 million over a ten year
period to accelerate new
research and stop MS. Leading
scientists agree MS could be
stopped, with treatments for
everyone in late stage trials by
2025.
Find out more about the appeal
and view the Stop MS advert
via www.mssociety.org.uk

New recommendations covering
the prescribing of Lemtrada
(alemtuzumab) have been
published following a review by
the European Medicines Agency's
drug safety committee. The EMA
recommends restricting the drug
to people with highly active
relapsing remitting MS following
reports of potentially serious side
effects.
www.mstrust.org.uk - search
for lemtrada

The cannabis-based spray can
now be prescribed for the
treatment of muscle spams when
other treatments haven't worked
or people have found their side
effects intolerable. It is currently
only licensed for use in England
and Wales - however there is no
national funding so access to the
spray will depend on local NHS
budget decisions.
www.mstrust.org.uk - search
for sativex
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Keep in touch
Dudley and District MS Society
Email: dudley@mssociety.org.uk, Facebook: MSdudley Branch, Twitter: @MSSocietyDudley
Local
Access in Dudley: 01384 569505, email info@accessindudley.org.uk or visit
www.accessindudley.org.uk
Access to adult social care helpline: 0300 555 0055
Black Country Neurological Association: www.bcna.org.uk
Corbett outpatient centre reception: 01384 456111 x4820
Continence team: 01384 321516 or 01384 321517
Disability Access Services: 0300 555 0055
Disability in Action: 01384 813460, email disabilityinaction.ulo@hotmail.co.uk or visit
www.disabilityinactiondudley.co.uk
Dudley Advocacy: 01384 456877, email info@dudleyadvocacy.org or visit www.dudleyadvocacy.org
Dudley Council Plus: 0300 555 2345
Dudley Community Information Directory: www.dudleyci.co.uk
Dudley Stop Smoking Service - part of Let's Get Healthy Dudley: 01384 732402
Guest outpatient centre reception: 01384 456111 x5202/5200
Health Watch Dudley: www.healthwatchdudley.co.uk
Housing Benefit and Council Tax: 0300 555 8100 or customers.benefits@dudley.gov.uk
Neuro-physiotherapist Irma Prins: 07402 825904 or email iprins27@talktalk.net
Non-emergency patient transport: 01384 679047
Patient Advice and Liaison Service (PALS): 01384 244420, 0800 073 0510 email dgft.pals@nhs.net
Queens Cross Network (including Cafe Neuro): 01384 813460
Russells Hall Hospital: 01384 456111 (switchboard)
Samaritans Brierley Hill branch: 01384 78111
National
Carers Trust: www.carers.org
Carers UK: 0808 808 7777 or visit www.carersuk.org
Citizens Advice Bureau: www.citizensadvice.org.uk
Disability Rights UK: www.disabilityrightsuk.org
Mind: 0300 123 3393 or visit www.mind.org.uk
MS Society national helpline: 0808 800 8000
MS Society website: www.mssociety.org.uk
MS Trust website: www.mstrust.org.uk
Personal Independence Payments (PIP): 0800 917 2222
Regular forums for online MS news and chat: www.community.mssociety.org.uk/forum
Samaritans: 116 123 (free to call), email jo@samaritans.org or visit www.samaritans.org
Your communication preferences
We are reviewing the ways in which we keep in touch with you. If you'd like to receive this
newsletter via email let us know by emailing dudley@mssociety.org.uk
Receiving newsletters via email, if you are able to, helps us to minimise costs for the branch.

