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Raising funds and
awareness
We've been out and
about to support
people with MS. See
what we've been up to
on page 3.

Ask the expert

The timeline of MS

From current
frustrations to future
hopes, find out what
Professor Mike
Douglas thinks about
MS on pages 4 & 5.

Could it all have
started with an ice
skater? Discover the
fascinating history of
MS on pages 6 & 7.

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 and awareness
raising are very important let us know if you can help.
We will be holding a
collection outside Tesco
in Stourbridge on
Saturday, October 12.
If you'd like to help out,
please speak to Rose.

2

What we've been up to
Carnival atmosphere

Smiling on the stall are, l-r, Caroline, Megan, Rose and Riley, aka Iron Man

The sun was out and the stall was
busy at this year's Stourbridge
Carnival.
We enjoyed Sunday July 7 in the
town, raising funds and awareness
for the group.
A fantastic £231.35 was raised and we also spoke to a number of
people who had recently been
diagnosed to chat about their
experiences and tell them of the
support the group offers.
Huge thanks to those who
volunteered to help at the carnival
by manning the event and putting
up/taking down the stall.

Window shopping
If you've been into Stourbridge recently
you may have spotted our new window
display.
The information is in one of the large
windows in the Ryemarket shopping
centre and we hope it will tell people
about the group and the support we
can offer.
Thank you to everyone who provided
quotes about the ways they have been
helped by the group.
And many thanks to the Ryemarket for
providing the window free of charge.

Upcoming events
Janet O'Carroll, psychic medium and spiritual teacher will host a fun session at Queens Cross on October 1.
Trip to Cheshire Oaks on 12 November - get your Christmas shopping wrapped up early!
Young person's group - we will be meeting in the function room at Beefeater, Kingswinford from 7-9pm on
the following Mondays: September 30, October 21 and November 25.
Christmas meal at the Copthorne Hotel, Brierley Hill on December 3.
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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 with Professor Mike Douglas,
consultant neurologist covering Dudley and Birmingham.
What interests and frustrates you most about MS as a
condition?
There are a large number of puzzling issues about MS
which make it a very unusual condition. These include:
why does it affect people in different ways? Some people
have a pretty "benign" course, others have a terrible time
some people recover extremely well from relapses, so
why do others do badly?
why is it so unpredictable? I have seen some people in
their 70s have a relapse after 50 years of stability.
why do men and women have a different pattern of MS?
how does pregnancy - at a fundamental level - affect
MS?
when/at what stage is it appropriate to give the most
powerful disease modifying therapies?
what is going on in "true" progressive MS?

Hello Mike! Please introduce yourself:
My name is Mike Douglas and I have
worked within Dudley Group of Hospitals
since 2009 - with clinics mostly at the
Guest Hospital, more recently with a clinic
at the Corbett Hospital.
I also see inpatients at Russells Hall
Hospital and on a Friday work at the
Queen Elizabeth Hospital in Birmingham.
I trained in Birmingham and London
including some years undertaking
laboratory work doing research.
What does your work involve?
About two thirds of my work involves
"General Neurology" - covering a wide
range of conditions including headaches,
epilepsy and Parkinson's Disease for
example.
My main speciality focus is with MS, for
which we opened a specialised clinic in
Dudley in April 2012.

The frustrations are mainly to do with a lack of resources
(funding, facilities and people) to support people with MS, a
complicated and pretty unsupportive benefits system and
the complicated rules and protocols that have to be followed
when considering therapies for MS.
The lack of approved treatments for patients with advanced
forms of MS is particularly difficult.
What has been the biggest breakthrough in MS
understanding and treatment during your career?
The development of Tysabri (Natalizumab) was a huge
breakthrough. I remember speaking to one of the
researchers around 1999 when the earliest clinical papers
were published. This was the first "highly effective" therapy
but it also highlighted the need for specialists to be very
cautious when the risk of PML became evident. Prior agents
were safe and monitoring simple, but of lesser efficacy.
From this point onwards it became very important for
neurologists with an interest in MS to maintain a
particularly high standard of care, with MRI monitoring (for
MS activity and potential complications). It also encouraged
the development of other high efficacy agents (e.g.
Lemtrada/Alemtuzumab and Ocrevus/Ocrelizumab).
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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 with Professor Mike Douglas, consultant
neurologist covering Dudley and Birmingham.
What are you currently hopeful about?
The two big developments which are very
close to use in the clinic are:
the measurement of MS activity using
blood tests (serum neurofilament levels) to
help with the monitoring of disease
activity. This is a much more practical
option than MRI and less invasive than
lumbar punctures, and
an increase in approved treatments for
patients with progressive forms of MS.
The recent approval of Ocrevus
(Ocrelizumab) is a real breakthrough on
many levels.
At the very least it will encourage all patients
with MS to make sure they have a
relatively up to date MRI scan series as MRI
change/activity is likely to be a
consistent criteria for use of these
medications.

How can we get the most out of our appointments with
you?
On the whole, the people I see in clinic are already doing
pretty much everything right. Time in outpatient clinic
appointments is really precious so please give us warning if
you can't attend and the slot will be given to another person
in need. There simply aren't enough clinic slots available
but, sadly, I can't see this changing any time soon - the
numbers of neurologists has not really changed in 10 years,
nor is there funding to support additional clinics. We just try
our best.
Is there anything you would like your MS patients to
know?
Although it might not seem it a lot of the time, MS is an area
of incredibly active research and more and novel treatments
are always under development.
Although I do my best to keep up to date, I learn a great
deal from MS patients directly, so please feel free to tell me
your views on any topic. The best ideas are likely to come
from people who really know about the condition.

Disease modifying therapies: further information
Professor Douglas mentioned three treatments in his chat.
Tysabri, Lemtrada and Ocrevus are all infusions given in
hospital. Tysabri and Ocrevus are available to people with
relapsing MS and Ocrevus has also been made available for
people with early primary progressive MS.
Lemtrada is also an infusion but the drug's safety is currently
being reviewed following reports of rare side effects.
There is a lot of information about disease modifying therapies
on the MS Society's website.
If you are considering starting or changing treatment, you can
use the MS Trust's decision maker at
www.mstrust.org.uk/about-ms/ms-treatments/ms-decisions-aid
to consider which may be the best option for you.
If you would like to share your experience of treatment contact
dudley@mssociety.org.uk
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The history of MS
Multiple sclerosis was first recognised as a condition in the middle of the 19th century. The MS
Trust's website gives us a lot of information about the history and recognition of the disease...

St Lidwina - the first recorded case of MS?
The oldest report of MS was of St Lidwina of
Schiedam in Holland. In 1396, following a fall whilst
skating, Lidwina developed walking difficulties,
headaches and violent pains in her teeth. Within a
few years, she was walking with difficulty and a
weakness in her face caused her lip to droop on
one side. Through the rest of her life, Lidwina's
condition deteriorated, although with apparent
periods of remission. She was canonised in 1890
and is now the patron saint of skaters. Although it
had been thought for many years that St Lidwina
had MS, doubts have now been cast on this.
MS in the nineteenth century
Augustus d'Este (1794-1848) was a grandson of
George III and the first identifiable case of MS.
d'Este's first symptom was blurred vision, which
cleared up without treatment and then recurred a
few years later. He had episodes of double vision,
spasms, weakness in his legs, numbness, bladder
and bowel problems and impotence.
Although MS was not recognised until 20 years
after d'Este's death, understanding of neurology
and the nervous system were growing. Lesions
had been found during autopsies and in 1868
French neurologist Jean-Martin Charcot named the
disease sclerose en plaques.
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After Charcot's classification, an increasing
number of cases of MS were reported. The first
description in Britain was made in 1873 and in the
United States in 1878, although in both countries
earlier cases had been reported but not identified.
Although Charcot considered MS to be quite rare,
his work is considered the beginnings of the study
of the condition.
Myelin, the fatty protein that surrounds nerves in
the central nervous system, had been identified in
the late nineteenth century, though its significance
in MS wasn't understood until the 20th century.
In 1916, using new, more powerful microscopes,
Dr James Dawson of Edinburgh University studied
brain samples from people with MS and described
the role of inflammation and damage to myelin.
Possible causes of MS being investigated during
this period included a virus, some form of toxin or
issues to do with bloodflow. It wasn't until the
1960s that the theory of MS being an autoimmune
condition, in which the immune system attacks
myelin, became established.
Giving multiple sclerosis its name
From 1930 until his death in 1966, neurologist
Russell Brain described MS in several editions of
his textbook Diseases of the Nervous System.
As well as describing symptoms and signs, the
aptly-named Brain recognised that where people
lived impacted on their risk of developing MS and
he published early work on the differences
between prevalence rates in different locations.
Another influential book was Multiple Sclerosis by
Douglas McAlpine, Nigel Compston and Charles
Lumsden, published in 1955. Now in a fourth
edition, this has become one of the key reference
works on MS.
Although several names described the condition in
the first half of the 20th century - disseminated
sclerosis, insular sclerosis, polysclerosis - the title
of this book helped establish multiple sclerosis as
the accepted name in the English speaking world.

The history of MS
The importance of technology
The second half of the 20th century saw
advances in technology that helped to give a
better understanding of MS.
Lumbar puncture had been used since the 19th
century, but abnormalities associated with MS
weren't properly explained until the 1940s.
Imaging techniques that can show damage
caused by MS began to appear in the 1970s.
CT or CAT scans used x-rays to show cross
sections of the brain that were previously
impossible to view in live patients. While
groundbreaking at the time, the process was
imprecise and could easily miss areas of
scarring.
Work on magnetic resonance imagers (MRIs)
developed during the 1970s, and in 1978 the first
cross section scan of a human head was made.
MRI produced clearer and more accurate images
than CT and its role in diagnosing and monitoring
MS was quickly recognised.

A key diagnostic tool
Pictured above is an early MRI. It dates from 1983
and is currently on display in the Science Museum
in London.
A machine like it was used by Aberdeen Royal
Infirmary in 1980 to produce the first clinically
useful image of a patient's living tissues.
The machine is much smaller than the MRIs used
today - and in comparison looks a little bit like a
tumbledryer.

The national picture
Remyelination in MS

Neurology patient survey

Bring on the cake

A recent review outlines the
progress made so far in
understanding the biology of
remyelination. It looks at what
goes wrong in MS, research
problems to be tackled and the
prospect for treatments in the
not-too-distant future. The
review concludes that progress
has been made but there is still
much to do.
www.mstrust.org.uk - search
remyelination progress

The report of the 2018/19 National
Neurology Patient Experience
Survey has been published by
The Neurological Alliance. The
report states that care and support
for people with neurological
conditions should be accessible,
personalised and holistic – but the
survey findings show that this is
far from the reality for many
people.
www.neural.org.uk/patientexperience-survey

The MS Society's annual
fundraising Cake Break will be
served up again this autumn. The
official date to bake (or fake) and
raise funds is October 4, but you
can run a cake break whenever
suits you best.
Sign up to receive a free pack
containing everything you need
to help make your event a
success.
www.mssociety.org.uk search for Cake Break 2019
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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.

