BERKSHIRE MS
THERAPY CENTRE
NEWSLETTER

With the latest easing of lockdown restrictions and the success of the vaccination
programme, we are delighted to resume more services at the Centre. These include the
return of pressurized oxygen therapy, increased physiotherapy interventions and most of our
complementary therapies but please note our reception and refreshment areas still remain
closed. Please read the “Staying Safe at the Centre” and "Attending Appointments” articles so
you are familiar with our current procedures.

Our online classes have proved to be very popular and we are happy to announce we will
continue with them for the long term. These include physiotherapy, Pilates, strengthening,
yoga and relaxation and mindfulness. If you would like to join any of the online classes please
speak to your physiotherapist or, if you don't currently have exercise sessions with us, call us
on 0118 901 6000 or email ms@bmstc.org

We have some staff changes to announce. Sadly, Tracy has now left the Centre and will be
joining St Michaels Church in Tilehurst as a Curate. Mohamed will also be leaving the team at
the end of June to return to the NHS working as a Senior Community Physiotherapist. We are
delighted to welcome Anwen Hills as our new Physiotherapy Manager starting in August. We
have a message from all three in this newsletter

Enjoy

Pip, Avalyn, Kirslon, Ligia, Marlors, Mokomed, Som, Simone: and Yuonne

From the Berkshire MS Therapy Centre team



STAFF NEWS

Message from Tracy

It is with great sadness that we announce that Tracy
Watkins, our Membership Officer, left the Centre on the
B0 April after 17 years of service. Tracy will be joining

St Michaels Church in Tilehurst as a volunteer Curate.

She asked us to send this message to you all:

“Thank you so much, everyone, for all your kind words,
good wishes, cards, gifts and flowers as | left the Centre at the
end of April. | still haven't taken it all in and was somewhat overwhelmed! | have not had
much time to reflect as | am very busy finishing off coursework and completing lots of
paperwork ahead of my ordination in July but I miss you all and think of you often. All the
very best to everyone as the Centre opens up further — | look forward to coming in for a
cuppa when we are allowed to gather more widely without social distancing
restrictions! Much love Tracy xxx”

We thank her for all of her help, hard work and dedication to the Centre over so many
years, and wish her the very best of luck in her new role.

Message from Anwen

We are delighted to introduce Anwen as our new
Physiotherapy Manager starting in August 2021.

‘My name is Anwen, and I've been a qualified
Physiotherapist for 16 years, having studied
Physiotherapy at the University of Birmingham.

Since qualifying, | have worked in a variety of

settings including within the NHS and private

practice. I've always had a passion for neurological
rehabilitation, so for the last 12 years, |1 have specialised
in Neurology.

Most recently I've been working as a Clinical Lead Physiotherapist on a Rehabilitation Unit,
where | have further developed my specialist knowledge and skills in complex
neurological assessment, gait re-education and balance re-training. Additionally, | have
completed further training in Functional Electrical Stimulation and Pilates. | really enjoy
getting to know people and helping them to achieve their goals through physiotherapy
and rehabilitation.

| have recently moved back to the local area with my family, following a number of years
working in London. Outside of work | enjoy keeping active and reading. My first ever
physiotherapy work experience was at the Berkshire MS Therapy Centre many years ago,
so | am really looking forward to returning to where it all began and meeting everyone!”



Message from Mohamed

It is with great sadness we have to tell you that Mohamed, our Physiotherapy
Manager, will be leaving BMSTC on 30 June after 11 years at the Centre. Mohamed will
be re-joining the NHS as a Senior Community Physiotherapist. This is a message to
you all from him.

“As | began to write this message, the sun came out, reminding me of better and
brighter days ahead. What a year it has been for everyone, never have | experienced
anything close to this in my entire life and | assume everyone will agree with this as it
has touched all our lives in ways we will remember for years to come.

Back in January 2009, | started my job in the Centre. | can't believe it was 12 years ago
but the first thing that struck me was the friendliness of everyone | met here. Having
come from a hospital background, I have never experienced a place that was so
welcoming, with everyone wanting to help rather than saying “that is not my job™!

| accepted the job offer without hesitation and
thought to myself whatever | do, | will always try
and make this place feel as welcoming to
others as it felt to me when | first arrived. From
the volunteers at the reception to physios,
office staff and members, everyone

was so easy to work with.

The appreciation from members for the
service we provide as a team has been
overwhelming, providing me with immense
job satisfaction that | have not experienced in
previous positions. The team of physios | have
worked with has been one of the best, always helpful,
willing to work together and to face all the challenges, be it day-to-day management
of the Centre or trying new techniques, equipment, treatments and even participating
in research. Helping our members has always been the team'’s goal and all this has just
helped us to have more tools in our toolbox. As we know, change is the only thing that is
permanent, we have a strong team but it is now my turn to leave the Centre to take up
my new role in the NHS - Integrated Community Care where | will be visiting people’s
homes to provide therapy in the Reading area. This paves the way for new leadership -
the Centre has been extremely fortunate to have recruited some of the best, friendly
staff and my replacement is no exception!

As we leave the pandemic behind, | wish you all well and take this opportunity to thank

all the staff, volunteers, members, and trustees who have provided me with a once in a
lifetime opportunity to work in this Centre which is cherished, loved and appreciated by
all who benefit fromit.”



UPCOMING FUNDRAISING EVENTS

After many months without any fundraising events, we are eager to get the ball rolling
again and, hopefully, the sponsorship rolling in.

London Marathon — 3 October 2020

This race needs no introduction but for the
first time ever there are two ways to join. You
can join the runners in London on the
world-famous route or choose a 26.2 mile
route of your choice. The Berkshire MS Therapy
Centre has a limited number of guaranteed
places for both options but places are limited.
Contact Yvonne if you or a runner in your life is
interested in joining our team.

Reading Half Marathon — 7 November

2020 saw the cancellation of the Reading Half
Marathon due to COVID but It will return in 2021

on Sunday 7 November! Do you know anyone who
would like to join us? Fundraise for the

Berkshire MS Therapy Centre - we will be with

you all the way.

Skydive

With all the uncertainty over the past 12 months,
the tight restrictions on what you can and cannot
do, where you can and cannot go, what better way
to celebrate the end of lockdown than with a
10,000 feet tandem skydive?

Find out more about any of these events, or if you want to
discuss your own fundraising ideas, by emailing

Yvonne at yvonne@bmstc.org
or by calling 0118 901 6000.




UPCOMING FUNDRAISING EVENTS, CONTD....

BOARS BRIDGE FESTIVAL - 26 JUNE

Sadly the organisers had to cancel the physical festival again this year but we are
excited to announce that the 12th Boars Bridge Festival will be online in 2021! In aid of
the Berkshire MS Therapy Centre, the exclusive online event will take place on 26 June.
Come and join us for some fabulous music, raffle, album cover competition and
general banter.

For the full line-up please visit http://www.boarsbridgefestival.co.uk
Every penny of profit goes to the Berkshire MS Therapy Centre and this event has raised

over over the years so far! This year they need our help more than ever so we
have set up a special JustGiving page where you can donate in aid of this great event.

For more information contact Pip by email pippa@bmstc.org or call 0118 901 6000.




MACHINE LEARNING IDENTIFIES NEW
SUBTYPES OF MS FROM MRI SCANS

Source MS Trust: Researchers wanted to find out if there are hidden patterns in MRI brain
scans taken over time that would better identify biological differences in MS activity and
detect progression earlier.

The study in brief

MS is divided into four subtypes: clinically isolated syndrome, relapsing remitting,
primary and secondary progressive MS and are used to guide the timing and choice of
treatments. However, these subtypes are based on observed symptoms, such as
relapses and disability, which can be difficult to measure and may not reflect the
underlying biology driving the course of someone’s MS.

Researchers wanted to find out if there are hidden patterns in MRI brain scans taken
over time that would better identify biological differences in MS activity and detect
progression earlier.

The international team used MRI scans previously taken in clinical trials involving 6322
people with MS. Data was extracted from the scans and machine learning (artificial
intelligence) used to identify subgroups with similar patterns of change in brain
structures over time. Results from the initial findings were tested against a second set of
MRI scans from 3,068 people with MS.

Find out more: https://mstrust.org.uk/research/research-updates/210513-machine-
learning-identifies-new-subtypes-ms-mri-scans

IT'S NORMAL TO FEEL SAD,
STRESSED, CONFUSED, SCARED OR
ANGRY DURING A CRISIS.

v v e o

COUNSELLING AT THE BERKSHIRE MS THERAPY CENTRE
MAY BE ABLE TO HELP

~2 IF YOU NEED US, GET IN TOUCH. WE ARE HERE TO HELP
Ms THERAPY MS@BMSTC.ORG
CENTRE 0118 9016000

BERKSHIRE




AGM

As you may know, we normally hold our
Annual General Meeting (AGM) each year
in May or June. Due to the ongoing situation
with Coronavirus, the safety and wellbeing
of staff, members, volunteers and trustees
of the Centre is our highest priority and,
therefore, it has been decided to hold this
year's AGM online once again as a “virtual’
meeting rather than at the Centre itself.

About this year's AGM

This year's AGM will be held online via Zoom on Thursday 17 June at 3pm. It is free to
attend but please register your interest (details below).

Voting

Please be aware that only paid members are eligible to vote at the AGM. To find out
more about becoming a member please call 0118 901 6000.

Can't attend?

If you can't attend but have questions you want to ask please email them to our Centre
Manager - pippa@bmstc.org or Trustee and Company Secretary - mark@bmstc.org.
You can 'send’ a Proxy to vote on your behalf (subject to you being a paid member and
we receive your Proxy Voting Form by 16 June). If you don’t have access to email, please
call the Centre or alternatively write to us at Berkshire MS Therapy Centre, Bradbury
House, 23a August End, Reading, RG30 2JP.

What do I need to join?

Joining is really simple and you do not need special equipment.
All you need is a smartphone or computer with:
e speakers
a microphone (for questions)
 acamera (optional)
It is essential to sign up so we can send out the joining information

Signing up or for more information

You can sign up to join us or if you have any questions please email pippa@bmstc.org
or call us on 0118 901 6000.



BMSTC FINANCE REPORT 2020
DAVID COE, TREASURER

The Covid-19 pandemic severely impacted on the :
activities of BMSTC in 2020 — both in terms of .
service to our members and fundraising.

Focus turned to adapting treatment and support
using, as far as possible, a mix of online sessions
(zoom), emaiil, website, telephone and postall
contact.

Income continuity was a major concern in the year
as fundraising activities were postponed or cancelled.

Income from individual donations, fundraising events and public collections in 2020 were
£106,000 below budget. Our fundraisers worked hard to access Covid-19 emergency funding,
and as a result grants totalling £105,000 were secured from the National Lottery Community
Fund, Reading Borough Council and Good Exchange/Greenham Common - offsetting the
shortfall in ‘normal’ income.

Overall expenditure was lower than budget in 2020. There were savings in Centre running
costs and fundraising event costs. However, there was unplanned expenditure associated
with the cost of technology for homeworking and providing online support.

As regards expenditure on capital assets, installation of the new Oxygen Generator was
completed in February and the final instalment of £19149 was paid (total cost £56,949). This
has been funded from the £243,578 legacy received in 2016. At 31 December 2020 the
balance of the legacy fund was £71,101.

BMSTC net current assets at the end of 2020 totalled £301,449 (including the balance on the
legacy fund).

Restrictions limiting in-person activities have continued through the first four months of 2021,
though there are signs that restrictions will begin to ease over the summer. At this stage in
the year there is real concern about achieving the 2021 income budget — the emergency
grants we received in 2020 cannot be relied upon in 2021. Maintaining (1) our donations from
individuals is vital, and we hope that opportunities for (2) fundraising events and public
collections will return. Our fundraisers will be engaging with (3) charitable trusts, companies,
local authorities and web-based fundraising opportunities to attract support. Each of these
three principal sources of financial support are important — and each historically has
accounted for broadly a third of total annual income.



Year Ending 31 December
The table shows income and expenditure for 2020, and 2019 for comparison.

L r

2019 2020
Actual Actual
Funds raised: ! £000 % £000 %
Donations from individuals 139.4 31 104.8 25
(including tax reclaimed)
Donations from Trusts 118.6 27 213.4 51
Donations from Companies & Voluntary 21.8 5 13.7 3
Bodies
Donations from Local/National Authorities 19.5 4 48.2 11
Fundraising events receipts 101.0 23 28.9 7
(including tax reclaimed)
Public/street collections 30.5 7 7.4 2
Other (shop sales, letting, interest) 13.6 3 2.1 1
Total funds raised 444.3 100 418.5 100
Expenditure:
Treatment direct costs:
Physiotherapy 150.1 31 144.5 31
Oxygen therapy 22.3 5 20.8 5
Counselling 13.1 3 12.1 3
Yoga 1.4 0 2.1 0
Art Therapy 0.3 0 0.0 0
Foot Care 8.2 2 3.0 1
Members Network 15.4 3 36.7 8
Henley Support Group (net) 6.4 1 6.7 1
Fundraising/donations support 81.3 17 53.2 12
Building running costs, security, 176.7 36 173.5 38
administration, IT, information
Shop stock purchased, governance costs 10.5 2 6.0 1
Grants given 0.0 . 0.0 -
Total expenditure 485.9 100 458.7 100
Excess expenditure over income (41.5) (40.2)
Legacies 3.0 1.0
Excess expenditure over income after legacy (38.5) (39.2)
Berkshire MS Therapy Centre N
Bradbury House, 23a August End, Brock Gardens,
Reading RG30 6EA Ms THERAPY
CENTRE

ms@bmstc.org, www.bmstc.org

0118 901 6000 (please leave a message if we are not there) BRENR RIS R E

Charity no: 800419



ACCESSIBLE GARDEN DESIGN

Accessible garden design advice from Mark Lane, BBC Gardeners' World presenter and
wheelchair user (The article can be found here:
https://www.independentliving.co.uk/advice/accessible-garden-design)

As a garden designer, | love the process of pulling together ideas,
drawing up concepts, creating planting plans and selecting
materials to use. | trained to become a garden/landscape
designer; but | completely understand that faced with a blank
canvas, an overgrown garden or downsizing to a patio, terrace
or balcony can feel daunting.

If you love gardening but your body is starting to ache in areas
that never ached before, you find yourself needing to use a walking
frame, stick or wheelchair, or are keen to future-proof your home
and garden, then what should be a wonderful creative past-time
can turn into a nightmare of a project.

I'm here to tell you, however, that with some planning and taking your time you can create
the outdoor space of your dreams. Remember, every garden reflects the owner’s or
gardener’s personality and this is why | love visiting gardens. Even if a garden-style such as
a cottage garden has been followed by three or even a hundred people, each one will be
completely different and that is why gardening and gardens are so magical.

Get to know your body, abilities and possible limitations

First, think about your own body. How far can you reach? Can you kneel or will you need, or
prefer, to garden from a seated position? Can you twist your upper torso? Do you still have
good dexterity in your hands? Can you manage steps or is a ramp a better option? Can you
twist your wrists?

Understanding your own body is key to making a garden work for you. For example: if you
cannot twist your body and need, or would prefer, to sit down when gardening, then a
raised bed with flat sides isn't advisable. Instead, go for a raised table or manger so that you
can get your knees underneath and work at a comfortable height without having to twist or
turn.

Finding your perfect garden style

Do you like a particular style of gardening, such as cottage, prairie, sensory, seaside, tropical
or modern? Understanding the look and feel of each is paramount for getting it right. There
are thousands of images online showing different garden styles. Start collecting them and
produce a mood board. Sometimes it might be the smallest detail of a handcrafted door
handle that you like — the shape, the craftsmanship and/or the material might appeal.



Next, consider the materials that you want to use. Natural
materials — such as stone, gravel and wood — lend
themselves to traditional styles. On the other hand, clean-cut,
porcelain tiles, a monochrome palette or strong architectural
features and modern sculpture are better for modern or
contemporary gardens. Remember, there are no rules other
than your own. You may even like to mix up materials and aim
for an eclectic look.

Garden design tricks and tips

Here are my recommendations to help you create the perfect
garden:

e Take measurements of the garden, patio or balcony —
especially the width and length. If the garden leads off the ‘
back or front of the house, sit back with a coffee and biscuit (or two). Then, watch where
the sun comes up and where shadows fall in the garden; will the area close to the
backdoor be in full sun all day, or be in partial shade? Draw lines leading off from
windows and doors, as these will become sight lines

e Beinspired by the bricks or stone on your property: Look at your home, and even
neighbouring properties or houses in the areaq, then tie in their colour with the materials
that you want to use. Be a little nosey and see what is growing in neighbours’ gardens;
taking note of plants in the larger environment will help when it comes to selecting your
own greenery, which in turn will help wildlife

e Think about the size of your patio or paved area — especially if you have down-sized.
Entertaining may be off the cards for now but, in preparation for reuniting with family and
friends, ensure this area is big enough for a table and chairs (even with the chairs
pushed outwards)

e Consider a folding table and chairs. This will mean you can still hold a cocktail party or a
book club outdoors when the time is right, without losing precious space. Light-weight
furniture is advisable if you struggle a little with mobility or strength

A pathway fit for purpose

If you need to get from the back or front door to a gate, a shed or garage then consider a
pathway. Ideally aim for a path about 1.2 — 1.5m wide, which is wide enough for two people to
walk side-by-side, in a wheelchair or using a frame or stick.

To stop wheels — and feet for that matter — ending up in a flowerbed, install a raised edge,
either using a wooden gravel board (the board found at the bottom of a fence) or a
concrete edger that stands proud, about 10cm above ground level.



For the pathway, consider paving slabs rather than gravel, as little stones are very difficult
for wheelchair wheels to navigate. Paving should be pointed with a minimum gap of 10mm.
You want a firm, stable, non-slip surface. In some instances, anti-glare paving slabs are a
good idea — especially for partially sighted or blind people.

If you nheed to hold onto something when walking about the garden, then consider hanging
a rope through hoops or install a support rail. Think about the material you want to use.
Metal can be cold to the touch, especially in winter, whereas rope and wood feel warmer.
Metal can be smoother, whereas wood and rope might need protecting and repairing.

Raised beds and elevated gardening

Lifting the garden up to a manageable height is really key to a workable garden. As
mentioned earlier, this can be a raised bed if you can twist your body, or simply taller
containers. If you put lockable wheels onto the bottom of the containers, then you can
move them around your outdoor space with ease.

Tight on space? Why not consider a vertical garden?

If you want to grow delicious veggies or fruit but are limited on space, then consider a
vertical garden. This trendy technique involves growing plants on a vertically suspended
panel, that’s either freestanding or attached to a wall. There are several vertical gardens on
the market now; some even come with individual pots for plants so you can swap and
change them around to get maximum sunlight. They can be made up of either ornamental
or edible plants, and even wildflowers. Starter kits are also available.

Hopefully, | have spurred you into
action to design and create a garden
that anyone can enjoy, no matter your
level of ability. Ultimately, gardening is
great for your mental and physical
health. There’s no better feeling than
venturing out into the fresh air to
cultivate — and later admire — a
stunning, scented sanctuary. The
whole gardening process, from initial
doodles to nurturing plants and
produce within it, is such a fulfilling, fun
hobby.

Set your garden goal and with creativity, dedication and patience you'll
soon reap what you sow!



BLOG FROM HENRIETTE

MS-specialist physiotherapist, Henriette, who

recently left the Centre to return to her native
Denmark has started producing a blog on MS
and exercise. Here is her first article!

How things have changed

Going through this strange time during Covid-19,
| think most people reflect on how things have
changed. What are the pros and cons of it all? | personally often think about how BMSTC
has changed. Luckily, the centre still manages to reach out to you and offer support if
required (although in a different way than before). But things have certainly changed.

The users of BMSTC are nhow trendier

We grew to enjoy online exercises along with the rest of the world. Did you know that
online exercise is the number one trend in 2021, when it comes to exercise? The BMSTC of
course did and still does its best to keep you all very trendy by offering you a great supply
of online exercise opportunities.

We all exceeded our limits

We sat down even more than we ever thought possible — talk about exceeding limits!
Those, who took part in the I-step research study along with the physio team, will
remember the surprise when confronted about the exact number of hours spent sitting.
However, sitting down too much is common in our society in general - and especially now.
We are allin on it!

Expansion of vocabulary

We all expanded our vocabulary in unexpected ways due to Covid-19. Some of you will
remember having your vocabulary expanded a little, when | tried to teach you Danish to
challenge your cognition and balance during the online exercise classes.

In Denmark they go on about the new hype word “samfundssind” (collective/social spirit),
which might be a sharp contender to *hygge”. It is fair to say that the community around
the Centre also does practice “samfundssind” very well by caring for everyone else. |
heard examples of this numerous times, when phoning some of you at home to offer
support during lockdown.



A word, | came across recently, was monthsary or monthsaries. Some people try to keep up
their spirit by celebrating the little things in life during the pandemic. The concept of
monthsaries is usually about celebrating love between two people, making each month an
anniversary. But this concept could be used in other ways too - for instance, to help with
exercising.

Time for your reflection

e Do you feel more trendy? Or are you yet to join in with the online classes?

¢ Do you feel you have exceeded your limit a bit too much when it comes to sitting down?
(1 think we all have)

e Are you tempted to take on monthsaries?

If you feel you might be sitting too much - try to add some little, reasonable, and achievable
goals into your daily routine to reduce time spent sitting. (e.g. | will do a stretch before | watch
the news.)

Depending on your goals you could work towards a time scale.

Read on if you are not sure of how to use monthsaries. You will soon see how it may help you
stick to your goails.

Be your own best friend

When it comes to following an exercise goal, we sometimes go astray and loose sense of
direction. This could easily happen when you have a variable condition like MS. Try not to
make yourself feel guilty about this - as this will not solve anything. A method to avoid feeling
guilty could be to act like your own best friend. A friend will not be too hard on you if things go
a bit wrong. Equally a friend will spur you on and praise you when things go well.




BLOG FROM HENRIETTE, CONTD.....

Throw in some positivity

Why not try and praise yourself more,
when things go welll This could help
you keep up your motivation to keep
going with your exercise goal. Perhaps
you can adapt the idea of monthsaries
and use it to celebrate your monthly
exercise goal and achievements.
Throwing in monthly celebrations
may give you a boost of positivity in
your mood too. This might spur you on
even further to keep going with your
goals.

Monthsaries are just one way of rewarding yourself when you do well with your exercise
goals. The concept can be used in a basic or a bit more extravagant way (Go simple e.g. by
plotting your monthsaries in your diary. Go a bit further by e.g, telling your friends or throw an
online party.)

Whether you go for my tip of monthsaries or you think up other ways to celebrate your
success, try to make it personal and have fun with it!

Most importantly: Do not stress yourself about exercise as we are already living in a stressful
time.

Lastly, | would like to thank you all for teaching me so much about MS. | am trying to make
good use of the knowledge by writing a blog about MS.

I miss you all and hope you are well. | found it so difficult to resign from the BMSTC without
saying goodbye in person to you all. When travelling is back on the agenda, I hope to come
and visit the Centre again.

Take care. Stay safe.

All the best from Henriette



MS SOCIETY OCTOPUS TRIAL

The MS Society are proud to announce the funding of
the first ever multi-arm, multi-stage trial for
progressive MS.

“Octopus is a revolutionary trial that will transform
the way we test treatments for progressive MS.

A smarter way of testing potential treatments, it could
deliver life-changing new treatments up to three times
faster.

Octopus isn't open for participants yet. The trial team
are currently finalising which treatments Octopus will
test first and, later this year, they hope to start
recruiting people with progressive MS to take part.

How does Octopus work?

Octopus uses what's called a multi-arm, multi-stage (MAMS) design — the first time this has
ever been done in MS.

MAMS trials make it possible to test new treatments up to three times faster by:

e Testing multiple drugs at once — and comparing them with a single control group.

e Using MRI to get an idea of whether a drug looks like it has potential, many months
before we'd be able to see an effect of the drug on disability progression. Promising-
looking drugs stay in the trial, with hundreds of more people joining the existing
participants. So what would normally be two consecutive trials are delivered in one.

¢ Adding the flexibility to drop drugs that don’t look promising, and slot in new drugs as
they're discovered.

Merging separate trials may sound obvious but launching a MAMS trial for MS needs so
many things to line up perfectly, from hospitals around the country equipped to be trial
sites, to the incredibly complicated statistics that underpin the design.”

Berkshire MS Therapy Centre

Bradbury House, 23a August End, Brock Gardens,
Reading RG30 6EA Ms THERAPY
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