Dudley and District
MS Group
Newsletter Spring 2020

Join our fun

Pregnancy and MS

Managing fatigue

Discover some of the
recent Dudley and
District branch
activities and how
you can join in. Find
out more on page 3

We chat to new mum
Polly about her
experience, life with
baby Max and top tips
for mums with MS.
Turn to pages 4 & 5

MS fatigue is more than
just tiredness and can
be completely
overwhelming. There's
some ways to help you
cope 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!
Brian Whittaker
Group coordinator
Hi, I’m Brian. I don't have MS
but have been actively involved
with the Dudley group for
several years. Because of my
background I also currently
look after health and safety for
the group. 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.

Erica McGough
External 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 in January
last year and attended my first
meeting at Queens Cross three
days later to become a
volunteer.

Eileen Woodbine
Internal events
I'm Eileen and I have had
PPMS for about 14 years.
I've been volunteering for
a couple of years now
and hopefully organise
some nice events inside
and outside of Queens
Cross.

Rose Barratt
Fundraising
I'm Rose and I've had MS for
seven 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.

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 16 years and
manage it with the help of
family, friends and lots of
cups of tea.

********** Your group needs you! **********
Do you have some spare time and want to help support local people living with MS?
If so, we'd love to hear from you.
We're always looking for volunteers to help us out with fundraising events and ideas. The
money we raise means we can provide a variety of activities and support.
Just a couple of hours of your time would be very welcome.
Contact us at dudley@mssociety.org.uk or speak to any of the committee. Thank you.
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What we've been up to
Make a splash
If you love the water and fancy some splash time, then pull on your
costume and join our weekly swim sessions.
Thursday swim sessions have started again at Dudley Leisure Centre,
Wellington Road, running from 10.05am to 10.50am.
If you're interested in attending, all you need to do is let our group
coordinator Brian know beforehand, then pop along and say you're
with the Dudley and District MS Group.
The shallow end of the pool is roped off specifically for our use and
there is an instructor at all times.
You can speak to Brian at Queens Cross on Tuesdays or email
dudley@mssociety.org.uk with the subject 'swimming'.

Keeping bladder and bowels healthy
We welcomed Gill Davey, continence service manager in
Dudley, to talk to us about bladder and bowel health.
Around 80% of people living with MS may have a bladder or
bowel issue and there are many ways the continence
service can help.
Gill shared some really useful tips including ways to ensure
you are drinking enough fluid, advice on diet and how to
avoid constipation, things that can aggravate the bladder,
how to properly position yourself on the toilet, and the
devices that are available to help with any problems.
The continence service is based at Brierley Hill Health and
Social Care centre in Venture Way and can be contacted on
01384 321516 or 01384 321517. The office is open Monday
to Friday, 8.30am to 4.30pm, closed on Bank Holidays.

Funds and food : We had a lovely meal out at the Hadcroft in Stourbridge in early February, with 33
members attending. Our Christmas fundraising raffle at Queens Cross raised a grand total of £86. Huge
thanks to everyone who took part.
Upcoming events
Monday night group - we will be meeting in the function room at the Beefeater, Kingswinford from 79pm on March 23 and April 27.
Neuro cafe - meets on the first Thursday of every month at the Queen's Cross Network, Wellington
Road, Dudley from 2pm to 4pm.
There will be a coach trip to Weston-super-Mare on June 16.
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Pregnancy and MS
There's lots to think about before trying for a baby and MS can
bring extra challenges. We had a chat with new mum Polly who
told us about her experience.
Polly and her husband Tom welcomed their
little boy Max into the world in August last
year.
She had been officially diagnosed with MS
just 17 months before, but like many others
had experienced symptoms way before that.
“I think I had a first relapse about 14 years
ago,” she says, “it was optic neuritis, but at
the time it was put down to an ear infection.
“And then in January 2018 I lost the ability to
put my left foot in my shoe.
“It spread from my left foot and up and around
my body across both sides. I thought I'd had a
stroke.
“I went to hospital and they said I had trapped
a nerve. The GP said the same thing.
Polly and Tom with Max
No one was really interested.”
But by February Polly had started having increasingly worsening double vision and when an emergency
scan followed, MS was finally diagnosed.
Polly saw a general neurologist who then recommended she see MS specialist Professor Mike Douglas in
Dudley.

Treatment decisions
“We'd already started having tests for fertility so when I saw Professor Douglas I told him about our
situation and he said it would be best to hold off treatment if we were trying to conceive,” she says.
“I was prescribed the fertility drug Clomid and we decided we were only going to try that for six months
and then, if nothing happened, I would go on MS treatment. But I conceived after two months.”
While this was great news, it also posed questions for Polly about how pregnancy might affect her MS.
“I looked into it a bit and everybody I spoke to said most women are really well during pregnancy and not
to focus too much on it,” she says.
However MS was not the only thing to consider. In previous years Polly and Tom had sadly lost a baby.
“Because of this I just tried to worry more about the baby than I did about myself,” she says. “I
concentrated on staying healthy, I focused on keeping myself fit and well for carrying him.”
____________________________________________________________________________________
GOOD TO KNOW: Guidelines are available for pregnancy care in MS. They aim to reduce uncertainty
about treatments that are safe and appropriate for pregnant and breastfeeding women, and for couples
with MS planning a pregnancy. Ask your MS nurse or neurologist about the guidelines.
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Pregnancy and MS
Monitoring and reassurance
Polly had a healthy and happy pregnancy, only experiencing a bit of fatigue which she feels was more
pregnancy-related then down to MS.
Due to her MS and previous history, Polly was classed as a high-risk pregnancy and was monitored
regularly, having scans at 12, 20, 24, 26, 28, 32 and 36 weeks.
“I found it quite reassuring to have that many scans and see that Max was growing properly,” she
remembers.
“I also had to go and see the anaesthetist as I was classed as high risk and he spoke to me about all the
drugs available during labour and that put my mind at rest, especially around the spinal block.”
When it came to the birth itself, Polly says it was a lengthy labour, but she was generally well looked after.
Hospital experience and going home
The main issue came after Polly had been in labour for more than 40 hours and fatigue really hit.
“I said I couldn't push any more, I had double vision and I asked for them to help me,” she says.
“I think they thought that everyone gets to the point where they say they can't push any more but I was
saying it's not because I want an easy way out, I physically can't do it.”
Staff organised surgery and Polly had an emergency caesarean. Both mum and baby went home the next
day.
Since having Max, Polly hasn't experienced any new issues with her MS.
She is not currently on treatment, deciding that she'd like to try and keep herself healthy and find a
lifestyle that works for her and her new family instead.
Polly's top tips
When it comes to reflecting on her experience, Polly feels it was generally positive – but she does have
some tips for anyone with MS considering pregnancy.
She says:
Don't be afraid to ask for some help in hospital, I wished I had. I think I was trying to be a bit of a hero.
Rest when your baby rests – although, to be honest, I can't because Max won't let me!
Try and get as much support as you can when you're at home. My family is very small, both Tom and I
have lost our mums, Tom's dad works full time and while my dad is great with Max, he's 90 this year. I
joined baby groups to save my sanity! I did it to meet other new mums – because I haven't got my
mum or Tom's mum to ask all the silly questions.
Be open to a new experience. The mums at my baby group are aware of my MS and they are really
lovely with Max so they support me if I need it with a bit of a break at playgroup or with carrying the car
seat. I didn't think baby groups would be my kind of thing, but the mums have been great. We are
called Polly's Posse and I really want to thank them all for the help they give me, I really appreciate it.

___________________________________________________________________________________
GOOD TO KNOW: For more information visit mssociety.org.uk/pregnancy for information about
pregnancy and birth. You can also download the society's women's health booklet.
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Managing fatigue
If you experience it, you'll know that fatigue in MS isn't like normal tiredness and can be utterly
overwhelming. We look at some ways to manage it and a new, free, online course aiming to help.
Some tips to help with fatigue
You may be advised to balance your energy or
rest where needed, but this isn't always easy particularly if you have work, children or other
responsibilities to factor in too.
It may help to keep a fatigue diary - by rating your
fatigue at different times of the day, and in relation
to different activities, you might start to see
patterns.
This can help you prioritise tasks, consider
adjustments at work, ask for help with school runs,
consider how and when to exercise and where
you may need extra support with planning and
preparing meals.
A balanced diet is recommended to help with
fatigue by making sure you get the energy you
need. What you eat can also make a difference:
large, hot meals can make fatigue worse and
caffeine or sugary snacks might have an initial
'pick-me-up' effect, but leave you feeling more
tired later.
There is also strong evidence that exercise helps
keep your body working at its best and can
improve strength, fitness and mood.

What is fatigue?
Fatigue in MS is not just an ordinary tiredness.
People describe it as an overwhelming sense of
exhaustion with no obvious cause.
You may feel extremely tired after very little
activity.
You may wake up feeling as tired as you did
when you went to sleep.
Your limbs might feel heavy, and it becomes
harder to grasp things or to write.
Other symptoms, like difficulties with balance,
vision or concentration, might also get worse
temporarily.
Talking about fatigue
Fatigue affects people in different ways and it may
change from week to week, day to day, or hour to
hour. This makes fatigue complicated to explain to
friends, family, colleagues and health and social
care professionals. They may unhelpfully ask you
to 'make a bit more effort' or 'stop being lazy'.
On the other hand, people close to you can
sometimes notice effects of fatigue that you might
have grown used to. The more people understand
about MS, the more they will be in a better position
to offer assistance – perhaps by helping out with a
tiring task, offering childcare or driving you to
appointments.
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New online course
The MS Society has developed an online course
to help you find ways to manage your MS fatigue
and explain it to other people.
It's made up of six sessions which take around 20
minutes each. In between the sessions are some
short exercises to help you think about your own
fatigue.
It covers the following topics: what is MS fatigue,
energy levels, budgeting energy, stress and MS
fatigue, putting unhelpful thoughts on trial and
moving forward.
The course is available on the MS Society's
website at www.mssociety.org.uk - use the search
box and search for 'online fatigue management
course'.

Time to take a break
As the weather starts to improve and the
nights get lighter, you may start thinking of
booking a little trip.
Taking a break is really important for
everyone’s well-being. But when you’re
living with the day-to-day demands of MS, or
caring responsibilities, this can mean that it
takes a little bit of extra support and planning
to organise a break.
But there is some help available. The MS
Society's Short Breaks Service can help you
to find accessible accommodation, care and
support services, or maybe some equipment
that you need for a successful break. The
service can explore transport options or find
some respite care - whatever you need to get
from A to B.

You can reach the Short Breaks Service through
the MS Helpline on 0808 800 8000, email
helpline@mssociety.org.uk or you can also find
the service on Facebook.

If you don’t know what’s available, where to
start, or how to plan, you can contact the
service to talk through your ideas.

The MS Helpline is open between 9am and 7pm,
Monday to Friday. Please note that these times
do not include bank holidays.

Whether you fancy the beach or the city, the
Short Breaks Service can help you plan

The national picture
Increase in the number of
people living with MS

It's ok not to be ok

European licence for SPMS drug

New data from Public
Health England (PHE) and
the MS Society has
revealed that the number of
people living with multiple
sclerosis in the UK has risen
to over 130,000 – that’s
around 1 in every 500
people.

MS doesn’t just affect your physical
health, it can impact on your mental
health too. This MS Awareness
Week (April 20-26), the MS Trust is
focusing on MS and mental health,
shining the spotlight on problems
that many people with MS, as well
as their loved-ones, face and
encouraging them to speak up and
seek support.

The European Commission has
granted marketing authorisation
for siponimod (Mayzent) for active
secondary progressive MS.
Siponimod will now need to be
assessed by NICE to decide NHS
availability in the UK. NICE has
started the process with a decision
due to be published in May this
year.

www.mssociety.org.uk search the news section

www.mstrust.org.uk - search for
mental health

www.mstrust.org.uk - search for
siponimod
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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
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: If you would like to receive this newsletter via email please 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.

