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Here to help

Join our fun

Physiotherapy and
keeping active can
benefit people with
MS. Read how Irma
Prins can support you
on page 3.

Find out about some
of our latest activities
and how you can join
in the next ones.
Find out more on
pages 4 & 5.

Tecfidera: treatment
tales and tips
We chat to branch
member Jazz about
her experience with
Tecfidera. Turn to
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 and I'm new
to the committee. I look after
the group's newsletter and
media relations.
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 and awareness
raising are very important to
us and we'd love to hear
from you if you can help.
We'll be at Dawley Brook
primary school on June 29
and Stourbridge Carnival on
July 7 - if you'd like to help
out, please speak to Rose.
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Here to help
Each edition, we'll be talking to some of the local people who can support us with our concerns,
questions and worries about MS. This time we're having a chat about physical movement with Irma
Prins, neuro-physiotherapist for the Dudley and District branch
How do you take fatigue into account and can
physical movement help?
It is important to treat everyone as an individual and
work within their energy levels on the day. So
periods of rest are built in during the sessions.
Teaching people to move in different, more efficient
ways can help reduce fatigue. Building up reserves
through regular exercising can also help people
function better during ‘bad’ days.
What are some simple tips to improve strength
and flexibility?
It is important to do activities you enjoy doing. It
could be swimming, potting plants or playing with the
grandchildren. It is also useful to integrate exercises
into activities in your daily life such as reaching just a
bit further for your drink, lifting a bottle of water and
doing as much as you can for yourself. The MS
Trust has some ideas on their website, see
www.mstrust.org.uk/life-ms/exercise/staying-activems or consider exercises in a group to keep you
motivated. Age UK has a directory of events in your
area, see www.ageuk.org.uk/dudley/activities-andevents/activities The Dudley branch also organises
weekly sessions in the pool at Dudley Leisure
Centre with a lifeguard, hoist and steps with rails.

Hello Irma! Please introduce yourself:
My name is Irma Prins and I have lived and
worked in this area for 23 years as a neurophysiotherapist. I have been working for the
Dudley branch for the last two years.
How can you help?
Freedom Physiotherapy Services offers weekly
physiotherapy and pilates sessions on Tuesdays
at Queens Cross Network.
In the morning I offer one-to-one physiotherapy
sessions for anyone with MS. In the afternoon
are the pilates classes in which we work on
posture, core stability, flexibility, strength and
balance: 1pm is the seated class and 1.45pm is
the floor class.

What do you enjoy about your job?
To see people do things through pilates and physio
which they couldn’t do before. I also enjoy working
with a really nice group of people who are
encouraging each other.

What are the benefits of physiotherapy for
people with MS?
Physiotherapy can help people to move more
energy efficiently, reduce pain and prevent falls.
It can also help with balance and strength.
Physiotherapy assists with restoring function
after a relapse and can help a person reach their
full potential.
Advice can also be given to carers to prevent
injuries while looking after a person with MS.

How can people access the service?
By contacting Irma Prins by email on
iprins27@talktalk.net or phoning 07402 825904.
The weekly pilates sessions are free and the
physiotherapy sessions are £5 each.
* Please note: There will be no physio or pilates on
July 23 or 30 as Irma is on leave.
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What we've been up to
The Black Country: bostin bay it bab?
We had a highly entertaining morning of local humour, tradition and
song with Black Country historian and comedian John Homer.
John, a guide at the Black County Living Museum, visited the
Queens Cross centre to speak about his memories of growing up in
the region.
His talk covered tales of his father's working life in the Black
Country, childhood visits to the toy shop in Lye, his long-standing
love of West Bromwich Albion FC and tributes to his family and
wife, who had MS.
Famous faces from the Black Country

Flying the flag for MS - and the Black
Country - is John Homer

John spoke about the well-known faces who come from the region,
including the songwriter and entertainer John "Jack" Judge, from
Oldbury, who wrote It's a Long Way to Tipperary as well as stage
and film actor Sir Cedric Hardwicke who was born in Lye.
John also sang a number of old favourites and a ballad he wrote
himself which was inspired by everyone who worked in the pits of
the region.
He finished with his rendition of the Black Country alphabet,
celebrating our unique words and phrases.
Thank you for your great talk John. Find out more about the Black
Country Living Museum at www.bclm.co.uk

Cracking Easter fundraising
Two Easter raffles have brought in more
than £300 for the branch.
The Holly Bush in Lye raised £150 and
our egg raffle at Queens Cross pulled in
£160.
Thank you so much to everyone who
helped raised money for us. If you'd like a chat
about how to fundraise or where you can get
supplies for an event, speak to Rose Barratt.
Cafe Neuro: Join us for a cuppa and a chat at Cafe Neuro, based at the Queens Cross Network in
Wellington Road, Dudley. The group, which has been running for just over a year, is for anyone with a
neurological condition, including MS. Upcoming dates and speakers are July 4: Deb Morton,
occupational therapy department, August 1: Lisa Stewart, continence team. Meetings run from 2-4pm.
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What we've been up to
We had a great day out in Chester in June, with a coach trip to visit the zoo and the historic walled
city. The weather was kind to us and fun was had by all. Thanks to Tina and Erica for their photos.

Fancy an evening out?
Did you know we host a monthly evening group at the Beefeater in Kingswinford?
Anyone affected by MS - including family and friends - is welcome to come along and have a chat, ask
questions and share experiences.
Branch member Rose, who organises the group, says: "When I was diagnosed at 22 it was such a shock
and I felt like my world had been turned upside down.
"I plucked up the courage and went to the group. It was the best thing I ever did. Not only did I finally have
people around me who knew exactly what I was going through, it was a massive support for my husband
too.
"Five years down the line and we are still expanding and reaching out to people in the local area."
Join in with the group on June 24 and July 29. The meetings are in the pub's private function room from
7pm to 9pm.

Upcoming events
Gill Davey, continence nurse will be at Queens Cross on June 18
Dawley Brook summer fayre on June 29, 11am-2pm - fundraising and awareness
Stourbridge Carnival on Sunday July 7, all day - fundraising and awareness
Young person's group Beefeater, Kingswinford, June 24 and July 29, 7-9pm.
Terry Church will be giving an historical talk at Queens Cross on July 23
*** Please note: There will be no physio or pilates on July 23 or 30 as Irma is on leave.
5

Your experiences: Tecfidera
Deciding on a treatment can feel completely overwhelming.
Hearing about others' experiences can be really helpful.
Drug profile: for RRMS, Tecfidera is a tablet taken twice a day. Studies show it works as an antiinflammatory and effectiveness is classified as good. Side effects can include flushing, nausea, stomach
pain and headache. A very rare side effect is the brain infection PML, but patients are regularly monitored.
Jazz's story
Jazz was diagnosed with MS in 2014 when she was 22. She
was hit with quite a collection of symptoms including optic
neuritis and numbness in both left arm and leg.
"My speech was almost its own language," she says, "over the
months I went blind in one eye and had blurred vision in the
other. And I just felt extremely spaced out."
When it came to deciding on a DMD, Jazz says it was MS nurse
Tracy Dean who recommended Tecfidera. "I decided to go on it
due to it being a tablet. I was very needle phobic at the time and
Tecfidera required no needles, apart from the odd blood test!
"Tecfidera had only just become available as I was diagnosed so
I didn't have much information or history to go on.
"I didn't know how the side effects would affect me and if there
were any side effects that hadn't been found out yet. PML was also a worry for me."
Stick with it - it's worth it!
Jazz found the first few weeks of Tecfidera tough going with significant cramps and hot flushes to the point
where even wearing clothes hurt her skin.
"However I stuck with it and very happy I did," she says. "As long as you work with it and make sure you eat
properly, the side effects are next to nothing."
Jazz finds taking the tablets at roughly the same time every day helps. She says being on it for more than
five years has meant she's got into a good routine.
It's not all been plain sailing though, Jazz has experienced a number of side effects including periodic hair
loss (which has always grown back) and being very tired when she first started taking it.
"After being on it for over five years I have started having stomach issues such as gastritis," she says. "This
meant I have had to have a six-month break, but I am looking to go back onto it again shortly."
Despite this setback, Jazz feels Tecfidera has been the right choice for her.
"I feel like my relapse rate has reduced massively," she says. "I think if you work with Tec it will work for you.
"Eating the right foods at the right time for me is key and the Tecfidera Facebook page was a big help too
with advice from others and a chance to ask questions and share experiences."
Jazz recommends eating foods high in fats as they can help with gastrointestinal side effects. Foods can
include eggs, bacon,cheese, olives, coconut, avocado and full fat yoghurt. Jazz says some people swear by
peanut butter - but unfortunately she has a nut allergy.
So what would be her final advice for anyone considering Tecfidera as an option?
"Stick with the first few months it does 100% get better."
***** To share your story of how you manage your MS email dudley@mssociety.org.uk ******
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Keep your cool this summer
While many of us with MS might find our
symptoms improve during the warmer weather,
for plenty of others the high temperatures and
sticky humidity can spell trouble.
Researchers have found that even in healthy
nerves, an increase in temperature of just a
few degrees is enough to disrupt the signals
sent along the nerve fibre.
In people with MS this increase in temperature,
coupled with damage to myelin, makes it even
harder for nerves to send messages. This can
result in symptoms such as fatigue, blurred
vision or loss of balance.
That doesn’t mean you have to miss out on the
sun and the warm weather altogether. The
good news is that the effect of the heat is
temporary - if you can find ways to cool off,
you're likely to feel better. Here are some tops
tips for coping in the heat.

Top tips to deal with the heat
* Time your trips: check the forecast and avoid
going out in the hottest part of the day
* Cover up: use hats, umbrellas and sunscreen
* Wear it cool: try cooling vests and scarves
* Keep hydrated: whether a cold drink or an ice lolly
* Take a dip: in a cool shower or bath
* Know the signs: dizziness, nausea, excessive
sweating or feeling weak and confused are signs of
heat exhaustion.

The national picture
Ocrelizumab breakthough

Lemtrada safety

Stop MS appeal

The National Institute for Health
and Care Excellence (NICE)
has approved ocrelizumab as
the first treatment on the NHS
for adults with early primary
progressive MS.
Practice guidelines should be
available mid-June and the
drug should be available to
people living in England by
September 2019.
www.mssociety.org.uk search for ocrelizumab

The European Medicines Agency
has announced it's conducting a
review into the safety of
alemtuzumab (brand name
Lemtrada).
The EMA is responding to new
reports of side effects affecting the
heart, blood vessels, liver and
immune system. These side
effects are rare but could be
serious.
www.mssociety.org.uk - search
for lemtrada safety review

The MS Society's major
fundraising appeal, Stop MS, will
gather speed again this autumn.
The appeal, which launched in
2012, aims to raise £100 million
over 10 years for research to
help everyone with MS. The
programme aims to Stop MS in
three ways: slowing and stopping
progression, prevention and
managing symptoms.
www.mssociety.org.uk search for Stop MS
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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.

