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Welcome 
Welcome to Issue 8 of SW Neuromuscular News - our way 

of sharing information on Neuromuscular developments in 

the South West and nationally.   

COVID-19 response:                                           

Advice and guidance 

The last few months have been a very challenging and difficult time for everyone and we have all experienced 

major changes in our day to day lives.  We understand that the next few months also pose uncertainty and worry 

as patients who have been shielding are now being told they no longer have to.  The neuromuscular team have 

provided individual support to those who have made contact and will continue to do so.  To supplement the      

individual advice, Dr Andria Merrison, Consultant Neurologist and Dr John Ashworth, Counselling Psychologist, 

have produced some general guidance: 

 Where possible take a graded (phased return) approach to unshielding 

 Start by taking tentative steps and initially go towards a situation where you are likely to be most            

comfortable (in a place/time of day where there are likely to be fewer people around, possibly taking    

someone with you) 

 Control the things that you can – carry a mask, tissues, use the bathroom if necessary before leaving home, 

and carefully plan your journey 

 If relevant, discuss flexible working patterns: what can be done at home/remotely, rotas for ensuring that 

fewer people are at work, working different hours (and/or fewer hours) to reduce in-work contact 

 Minimise the number of higher risk situations that you place yourself in.  For example, avoid high traffic   

areas where you cannot control the behaviour of others 

 Keep going with healthy living – exercise, diet, hydration, sleep 

 Talk it over – it’s helpful to share concerns with family, with friends, with us – whoever you want to 

CONTACT US 

SW Neuromuscular ODN 
Room 7, Level 1, Gate 18 Brunel Building 
Southmead Hospital 
Bristol  BS10 5NB 
 
Tel: 0117 41 41184 / 5 
E-mail: swneuromuscularodn@nbt.nhs.uk 
Web: www.swneuromuscularodn.nhs.uk 
Twitter: @SWNODN 

“It is normal to have concerns about returning to life as it was, after 

all, you have been bombarded with messages about risk, and you 

may have had family or friends affected by Covid-19.   

To expect to immediately feel 

safe when re-entering normal life  

is unlikely to happen.  The steps 

outlined above should help to 

build up confidence about being 

in the world again.”  John 
 Dr Ashworth and Dr Merrison 

mailto:swneuromuscularodn@nbt.nhs.uk
https://www.nbt.nhs.uk/south-west-neuromuscular-operational-delivery-network
https://twitter.com/swnodn?lang=en
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Network Update -  

Staff changes 
Since the last issue of the South West Neuromuscular News, there have been a 

number of staffing changes within the Network.   

We are really pleased to have filled two long awaited vacancies in the Peninsula -  Adult Consultant and 

Physiotherapist.  A part-time co-ordinator has been appointed to help cover activities in the Peninsula area 

and we successfully recruited another Adult Consultant in Bristol after Dr Brady left the Trust last year. 

Adult Neuromuscular Consultant – Peninsular  

Dr Clare Wood-Allum started in her post in May 2019 and has been doing clinics in Plymouth 

and Truro as well as in Bristol where she is based.  Some of you may have already met Clare 

at clinic.  Clare has been carrying out remote video and telephone consultations for patients 

across all three areas during the pandemic. 

Clare previously worked in Sheffield and has a lot of experience within the neuromuscular field.   

When she isn’t working, she enjoys gardening, playing the oboe (very badly) and spending 

time with her family. 

Adult Neuromuscular Consultant - Bristol, Taunton, Exeter 

Dr Stela Lefter started her post in February 2020 - just before the Covid pandemic hit 

and has done remote consultations with a large volume of patients who are new to her.    

She has been doing adult neuromuscular clinics in Southmead Hospital and hoping to 

provide clinics in Taunton and Exeter soon. Stela previously worked in Dublin and has a 

wealth of clinical and research experience in neuromuscular disorders.  When she isn’t 

working, she enjoys yoga, walking her dog and spending time with her family.  

Adult Neuromuscular Physiotherapist - Devon 

Ashleigh Moore started with the Neuromuscular team in Plymouth in December 2019 and some 

of you may have already met her in clinics. She works 3 days a week in the NM team as their 

Physiotherapist covering patients in Devon. Ash has been redeployed during Covid but is still 

covering the NM caseload and has been carrying out some video consultations. She has worked 

in Plymouth as a Physiotherapist for 12 years and specialised in neuro physio about 9 years ago.   

Outside of work Ash is a keen netballer, is slowly learning to paddle board and enjoys travelling 

with her 2 girls and Fiancé. 

Co-ordinator - Peninsula  
Lynne Ferris started working as the Neuromuscular Coordinator, based in Plymouth, on the 16 

March 2020., working 3 days a week supporting Dr Wood-Allum, as well as the Advisors and 

Physiotherapists for Devon and Cornwall.  Lynne says:  “I started just as Covid “hit” so after 8 

days in the office I found myself working from home.  This has proven to be a steep learning 

curve, but I am enjoying the role.  I have been supported immensely by the Team/Network and 

cannot thank everyone enough for their patience and kindness.  I joined the NHS back in 1984 

and have worked  in various roles including medical secretary and administrative supervisor.  

When not working I enjoy reading, walking and holidays abroad, although this year I have 

booked a staycation in Cornwall.” 
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We used an online meeting platform called ‘Zoom’.  You 

may have heard of it or used it with friends/family during 

Lockdown.  A meeting was scheduled and a link sent to 

patients - you would only be able to join the meeting with 

this invitation link. 

Patient events - 

Muscle Cafes 

As some of you know, we have been holding ‘Muscle Cafes’ in Bristol for a couple of years now; they are a chance for 

patients to meet others with similar neuromuscular conditions and chat with a cup of tea.  We often base it on a theme or 

topic with an occasional outside speaker coming to talk.  Unfortunately, due to the Covid-19 risk, we are not able to invite 

patients to any face to face events. 

We did feel that it would be nice to offer some form of interaction/communication and sent an email to patients in the 

North of the network to gauge whether they would be interested in attempting a ‘virtual’ meeting.  We were pleased to 

receive a number of responses from yourselves and therefore organised our first ever “Virtual Muscle Cafes” in July! 

We had 4 - 5 patients join us online for each session - we had organised one session with Elaine Burrows (NM advisor), 

and another session with Ann Morgan (NM advisor).  Nicola Grose (NM physiotherapist) and Jo McTiernan (co-

ordinator) attended both sessions.  They lasted for approximately 1-2 hours. 

Here’s what patients have said about the Virtual Muscle Cafes: 

 It was lovely to see all 

the team and just talk 

and listen to everyone.   

I personally appreciated 

the zoom as I am unable 

to attend In person due 

to work commitments.  

 I thought it was very useful 

and it was good to get an 

idea how fellow patients 

are managing.  It can be a 

lonely life coping with a 

disease that most people 

have never heard of, even 

more so when having to 

shield for a long period.  

 
Many thanks for organising today’s 

muscle cafe session on Zoom. I do 

use FaceTime but this was my first 

time with Zoom - a very useful tool. 

I enjoyed meeting all the             

participants. Discussion seemed to 

flow very smoothly.  Actually talking 

to people with similar conditions,    

today, was brilliant. 

This picture was taken (with permission 

given) at one of the Virtual Muscle cafes  

If you would be interested in joining us at a      

virtual Muscle café, please get in touch with Jo 

McTiernan at: swneuromuscularodn@nbt.nhs.uk 

If you are not familiar with using Zoom, Jo will be 

happy to do a practice run with you some time.  

You can use it on a PC, an ipad/tablet or a 

smartphone (although everyone will look a lot 

smaller on a phone).   

mailto:swneuromuscularodn@nbt.nhs.uk?subject=Virtual%20Muscle%20Cafes
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Past Patient Events 

Social Afternoon Tea with MDUK - 5th July 2019 

“Thank you very much for 

organising the         

Bridgewater event, it was 

most enjoyable....AND the 

northbound traffic snarl up 

was all gone by the time 

we made our return     

journey. Looking forward 

to the next one.” 

“Just to say thank you for     

organising the Muscular     

Dystrophy afternoon tea at the 

Canalside, Bridgwater on    

Friday. It was a lovely           

afternoon and it was nice to 

have a chat with everyone and 

to see that you are not alone.” 

This event was organised jointly with Jonathan 

Kingsley from Muscular Dystrophy UK (MDUK); 

some of you may have met Jonathan before at 

MDUK Muscle Groups in Bristol or Plymouth.  

Jonathan had suggested we do a joint event, 

holding it in Somerset, quite central for the 

South West neuromuscular population.   

The event took place at a venue in Bridgwater, not far from the motorway 

junction, with ground level access and a spacious room.  We provided an 

‘afternoon tea’ buffet, using the venue’s catering service, with sandwiches, 

drinks, cakes, scones (with jam and cream!) all on offer.  In total, about 30 

people attended - some brought along their partners or family members, 

who were very welcome, including two assistance dogs!  

The aim of the event was to be more of a social gathering for people to meet others and 

talk to one another, whilst enjoying a drink or a bite to eat.  We believe the aim was 

achieved and it was really great to see a number of new faces, people who hadn’t been 

to any of the Muscle Café events or MDUK Muscle Groups before.  It was also nice to 

see some familiar faces and we were really pleased with the feedback we received. 

We had been planning to organise a similar event this July, which was going to be in 

Liskeard, Cornwall, giving chance for people in Devon and Cornwall to meet up.  We will 

most likely have to postpone this until next year now; it would be great to know if any of 

you would be interested in attending an event like this - get in touch with Jo at:                          

        swneuromuscularodn@nbt.nhs.uk 

mailto:swneuromuscularodn@nbt.nhs.uk?subject=Network%20events
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Past Patient Events 

Young Person’s Information Day 

12th April 2019 - Plymouth 

This event was organised by Tam Higgins and Clare Stayt,              

Neuromuscular Advisors in Cornwall and Devon, with help from           

co-ordinator Jo.  It was aimed at young people aged 14 to 21 and the 

idea was to provide them with information on a range of topics such as 

careers, driving,  going to University, leisure activities, all in one day.  

The day consisted of a few short talks and during breaks, attendees 

would visit and talk to organisations who held information stands.  A 

free buffet lunch was also provided.  It was hoped that the day would 

give the young people ideas and practical information, whilst inspiring 

them to think about future prospects. 

Organisations who attended: 

 Careers South West: www.cswgroup.co.uk 

 Ask Jules:  www.askjules.co.uk 

 Cornwall Mobility:  www.cornwallmobility.co.uk 

 Active 8: www.active8online.org 

 Falmouth University:  www.falmouth.ac.uk 

 Treloar’s College: www.treloar.org.uk 

 Ocean City Powerchair Football Club:  www.oceancitypfc.co.uk 

 Cornwall Powerchair Football Club:  www.cornwallpfc.co.uk 

Approximately 30 people attended on the day.  

It felt really positive and the young people and 

their families were engaged.  100% of those 

who completed a feedback form said they 

would recommend this event to others.  We 

had planned another Young Person’s day to 

take place in Bristol this year, but we will    

postpone this until next year now.   

                  

If you would 

be interested in attending an event 

like this in future, or have any ideas 

of what sort of  topics you’d like more 

information on, please contact        

Jo McTiernan:                          

swneuromuscularodn@nbt.nhs.uk 

Lots of useful   

information and 

entertaining 

speakers. 

It was great - 

thank you! 

“It was really good attending the 

event and thank you for inviting 

us. If you are hosting anything 

else in Cornwall and Devon we 

would love to attend.”  John 

Sweeting, Manager, Active8 

https://cswgroup.co.uk/
https://www.askjules.co.uk/
https://www.cornwallmobility.co.uk/
https://www.active8online.org/
https://www.falmouth.ac.uk/
https://www.treloar.org.uk/
http://www.oceancitypfc.co.uk/
https://www.cornwallpfc.co.uk/
mailto:swneuromuscularodn@nbt.nhs.uk
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Network Celebrations 

In June 2019, the SWNMODN were delighted to be presented with two centres of 

Excellence Awards by Robert Burley, Director of Campaigns, Care and Support, 

Muscular Dystrophy UK.  

Following a national audit of UK neuromuscular centres, North Bristol NHS Trust 

was recognised as an Adult Centre of Clinical Excellence and Bristol Royal 

Children’s Hospital as a Paediatric Centre of Clinical Excellence. 

Each centre was assessed against the criteria shared with centres as part of the 

application process by an audit sub-committee. The audit was overseen by Mus-

cular Dystrophy UK’s Services Development Committee, chaired by Baroness 

Thomas of Winchester. 

An award ceremony 

was held and we were 

really pleased to be 

joined by patient       

representatives who 

shared our success.    

 Patient achievements 
Last year, a few young adults who are known to our service have reached some amazing achievements and we 

thought it would be nice to share these with the network. 

Unsung Hero Award 

In November last year, Georgina, 

was honoured to receive the 

’South West Unsung Hero Sports 

Personality of the Year Award’, 

after her fantastic work in founding 

and leading an inclusive sports 

club.  Georgina set up GEM    

Boccia Club from scratch just over 

TedX talk in Bristol 

Chloe was invited to be a ‘TedX’ speaker at the 

TedX event in Bristol that took place on           

17th November at the Old Vic theatre.  Some of 

you may have heard about TedX before; if you 

haven’t, it is a global  phenomenon where people 

give inspiring talks on topics they are passionate 

about.  Chloe’s talk was entitled: “Why Isn’t   

Fashion Inclusive Of Disabled People?”  You can 

watch the talk on 

YouTube here: 

https://youtu.be/

jsMbrkl4OQ4 

 

 

2 years ago in South Gloucestershire.  The club is 

one of the most successful sports clubs in the area 

which is totally inclusive.  Georgina said “I was 

shocked to receive such recognition 

for what I do, but I do it because it’s 

extremely rewarding to see the fun my 

members have each week whilst    

developing their Boccia skills.” 

A parent of a child who is under the care of the neuromuscular team 

gave a quote at the time:  “We have been under the care of Bristol 

Children’s Hospital since our son’s diagnosis and I have to say the 

care has been excellent.  The staff at the hospital really deserve to be 

acknowledged for all their hard work and should be proud to be  

named as a centre of excellence by MDUK” 

https://youtu.be/jsMbrkl4OQ4
https://youtu.be/jsMbrkl4OQ4
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Network Service                    

Developments 

Advances in the management of neuromuscular patients highlights the importance of early specialist respiratory assessment 

and intervention.   

The pathway would be used at a clinical level to inform clinicians and to help provide evidence for levels of care required.  

And can also be used to inform service planning and business case submission relating to respiratory physiotherapy. 

Paediatric Physiotherapy Collaboration to develop a new 

pathway for respiratory management  

Specialist Paediatric Physiotherapists Claire Frimpong-Ansah (covering Devon), and  Jackie 

Watson (covering Cornwall) have been working together over the past year, developing a 

‘Weak cough pathway’ to review and monitor patients who have neuromuscular conditions 

that may include respiratory complications.  Children with neuromuscular weakness can find 

it difficult to take a deep breath and may have a weak cough.  

Part of the pathway is about prevention and education of 
good lung health; so Claire and Jackie have also designed 
a patient leaflet  entitled ‘Breathing Advice and Exercises: 
Children with neuromuscular conditions’ which would be 
given to children / parents whilst they are well, aiming to 
offer good practice techniques for keeping breathing   
muscles stronger for longer. 

Education, awareness and     

promotion of the pathway 

Claire and Jackie have presented their 

weak cough pathway at various      

relevant study days / conferences, 

including our own ‘South West Interest 

in Muscles’ study day, where a     

number of professionals who attended 

from the South West have requested 

more information from Claire and 

Jackie, and copies of the leaflets. 

Documents / patient resources 

Claire (pictured above) also travelled to the World Muscle 

Society annual congress that took place in Copenhagen 

in Oct 2019 to present the pathway as a poster - a      

fantastic opportunity for promoting the pathway. 

Education and professional events 
We organise two SWIM conferences per year (SWIM stands for South West Interest in 

Muscles).  They are open to clinicians and allied healthcare professionals who have an 

interest in neuromuscular conditions. The conferences are held in Taunton, a mid-way 

point in the South West and are also an opportunity to network with colleagues in other 

specialities and organisations in the South West. The theme of the previous conference 

held in Nov 2019 was ’Duchenne Muscular Dystrophy’ and the one before that in June 

focused on ‘Anterior horn cell conditions, including Motor Neurone Disease, Kennedy’s 

disease and Spinal Muscular Atrophy. 

Due to the current situation, we could not hold a conference in June and will not be      

planning one for November.  However, we are organising a series of online ‘seminars’ 

covering a range of subjects such as involvement of Occupational Therapists,         

Specialist Physiotherapists and the Environmental Controls team in management of 

patients with neuromuscular conditions.  The seminars are going to be held over a 

number of weeks in Sept/Oct; all clinicians and allied health professionals in the South 

West will be invited to attend.  We will be using our Zoom account.  It’s certainly going 

to be different, but we are embracing new technology to continue to provide useful    

information and peer support across the South West in a safe way. 
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Charities and resources 

DMD Pathfinders is a user-led charity that promotes choice for teenagers and adults with Duchenne 

Muscular Dystrophy and supports them in making those choices.  Mitch Coles, a Development 

Worker for DMD Pathfinders, talks more about the organisation:   

“We tend to work with a wide age range from fourteen year olds and up to adults even in their forties.  Nearly all of our trustees and CEO 

are adults living with DMD.  We aim to use our own lived experience to make it easier for young people and adults with Duchenne to get 

the support they need and sometimes without us they may not be able to get, or know how to find. 

Whether this is support for education, housing or help with care packages and so on.  We try to push their independence as much as we 

possibly can and help with setting goals for their future, big and small.  It can be something as simple as catching the bus to go into town, 

or as complex as moving out from the family home and anything in between.  Social interaction is one of the key elements we focus on, as 

feeling socially isolated can be one of the most common effects of living with this type of condition.  It's harder for us to get out and about, 

however with the correct support and the right opportunities, we are showing others that it is one  hundred percent possible. 

We provide one-to-one advocacy support for our service users and we are happy to answer all types of queries that relate to living with 

Duchenne.  As well as running online and face-to-face social events and attending events with other organisations, we also put on       

information days, not only for our users, but professionals too.  We do this to provide a look at things from 

our point of view and give them relevant and valuable information.  We've also produced helpful 

guides on ventilation and nutrition, which have been well received.   

Many of our trustees have made, or are making the journey into going to university, living              

independently and even starting a family themselves.  All of our trustees are passionate about their 

involvement with Pathfinders and are more than  willing to help others do the same sort of things they 

have done.” 

At the moment, there are no face-to-face events but Pathfinders have been organising online events - 

see details (to the right) of the next one arranged for 12th August. 

If you would like more information or would like to join DMD 

Pathfinders, get in touch with Mitch: 

mitch.coles@dmdpathfinders.org.uk 

Website: dmdpathfinders.org.uk 

Charities and organisations who we are in contact with have experienced their own challenges during the pandemic but   

continue to offer support and guidance to patients, including those who are shielding.  Many have embraced the use of   

technology such as online platforms to  keep engagement with people.  These online seminars may be of interest: 

MDUK Muscles Matter 2020: 
Living with a muscle-

wasting condition in 2020 
and beyond 

“This year we are moving our National Conference online 

with a series of seminars from August to October. 

We will be sharing a diverse programme covering advances 

in condition-specific research as well as support and advice 

on living well and how we are driving change for specialist 

care and support. 

We will be announcing a full programme in the coming 

weeks but to get ahead you can pre-register your interest 

now.  And if it is safe next year, then we hope to return to 

our usual National Conference format.” 

Please go to the MDUK website to pre-register interest:  

www.musculardystrophyuk.org/events/muscle-matters-

online-seminar-series/  

 
Action Duchenne have been running 

webinars free for the public throughout 

Lockdown. They cover a range of topics 

such as: physiotherapy advice, ’how to 

get the most out of your online appointments’, living 

with Duchenne, ’working when you live with a disability’.  

You can watch previous seminars using this link: 

https://www.actionduchenne.org/category/webinars/  

Future webinars on 25th August and 2nd September 

are related to going back to school after shielding which 

might be useful for children/families with conditions  

other than Duchenne.  See further details here: 

www.actionduchenne.org/events/  

SpecialEffect Workshop 

Wednesday 12th August 

2pm Online 

Following on from our brilliant 

Talking Tech & Gaming session 

at our Summer Miniconf, we’re 

holding an accessible gaming 

workshop with the great people 

over at Special Effect!  

To join the online workshop,  

contact DMD Pathfinders: 

info@dmdpathfinders.org.uk 

18th August - 11.00am  

MyAware have scheduled a 

‘Devon and Cornwall      

support group session’ via Zoom.  For more           

information, visit: https://www.myaware.org/Event/devon

-cornwall-support-groups-zoom-virtual-support-session-

DMD Pathfinders 

A meet-up at a 
pub - pre-Covid19 

mailto:mitch.coles@dmdpathfinders.org.uk
dmdpathfinders.org.uk
https://www.musculardystrophyuk.org/events/muscle-matters-online-seminar-series/
https://www.musculardystrophyuk.org/events/muscle-matters-online-seminar-series/
https://www.actionduchenne.org/category/webinars/
http://www.actionduchenne.org/events/
mailto:info@dmdpathfinders.org.uk
https://www.myaware.org/Event/devon-cornwall-support-groups-zoom-virtual-support-session-aug-2020
https://www.myaware.org/Event/devon-cornwall-support-groups-zoom-virtual-support-session-aug-2020

