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Changes in Network staff 

Paediatric Physiotherapist in Bristol 

Faye Mason has recently started in the role of Paediatric 

Physiotherapist at Bristol Children’s Hospital, taking over 

from Vic Selby, who is now the Research Paediatric  

Physiotherapist in Bristol.  Faye had been working within 

the respiratory physiotherapy team so has a lot of        

previous experience, she has really embraced the role 

and has been a brilliant addition to the Network team. 
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Welcome 
Welcome to Issue 7 of SW Neuromuscular News - our way of sharing information on Neuromuscular 

developments in the South West and nationally.   

 “Congratulations” to Tam,           

Neuromuscular Advisor in Cornwall, 

who got married in October 2018.  

Tam has changed her surname from 

Eaton to ‘Higgins’.  Her email       

address is currently the same as    

before but it may change in time. 

A Year in the life of a Network Co-ordinator! 

I have now been working within the Neuromuscular Network for just over a year, and I have really 

enjoyed my time so far.  It can be very varied from day to day; a snapshot includes looking after 

the patient data, answering the office phone and email account, sharing information to patients on 

our mailing list, helping to organise events / meetings and putting together the newsletter! 

Every member of the network team are extremely hard-working and always have the patients in 

their minds, I am proud to be part of the team. Jo McTiernan 
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Young Person’s Information Day 

Friday 12th April 2019 

Free event for young people aged 14 - 21 

We have organised an event aimed at teenagers and young adults in Devon and Cornwall, however, if you live     

outside of these areas and think it is something you are interested in and able to  travel to Plymouth then you are 

more than welcome to attend.  Some of the organisations hosting information stands on the day are national         

organisations so information will be relevant to all,  but there will be some organisations that are locally based                                                        

in Devon and Cornwall.  Neuromuscular advisors in Cornwall and Devon, Tam Higgins and Clare Stayt, have put 

together a programme for the day. 

Young people wanting to attend can also bring family members / carers 

Please see details on the flyer below for how to                                                                                                         

book a place 
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Professional Education and    

Network Activity 

This section gives details of professional educational activity 

has taken place throughout the year and what is still to 

come. 

Advisor Conferences 

Our neuromuscular advisors attend specialist national meetings.  These are an opportunity to network with other 

professionals across the country, to share ideas and to enhance patient care.   

MDUK organise the neuromuscular care advisor’s conference; the last one was in Nottingham in November, and 

the next one is taking place in Birmingham in April. 

Network Managers from across the country are attending for first time to collaborate, with a view to improving and 

streamlining patient care nationally. 

Educational talks 

Elaine Burrows, Neuromuscular Advisor, 

did a presentation for members of staff 

at Rowdeford School in Wiltshire on 

‘Muscular Dystrophy and associated 

conditions’ which was extremely useful. 

Nicola Grose gave a ‘Neuromuscular 

Disease update’ to the physiotherapy 

team based at Great Western Hospital in 

Swindon and obtained great feedback. 

Ann Morgan will be giving an overview 

talk on lived experience of people with 

neuromuscular conditions, at a        

Somerset Neurological Alliance study 

day for health and  social care            

 

SWIM stands for ‘South West Interest in Muscles’.  We organise two SWIM conferences per year and 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 November  was “Mitochondrial diseases and 

metabolic myopathies”, and included speakers from London and Birmingham (see photos below). 

The next SWIM conference will be held in June and will cover ‘Anterior Horn cell diseases including MND and SMA’. 

SWIM Conferences 

New online course for teaching and education staff 

MDUK have launched a new online course for teaching and education staff 

working with secondary school children with a muscle-wasting condition.  Ann 

Morgan, NM Advisor, has contributed to the development of this module. 

The module provides teaching and education staff with the knowledge of how a 

muscle-wasting condition may affect a pupil’s ability to learn, how this can be 

managed, and where to go for further advice and information. Please contact the 

office for further details. 
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Patient Education  

and 

Engagement 

Independent Living Day 

We are planning to hold an Independent Living Day later 
this year; it is a day for adults to meet up with other     
people who have a neuromuscular condition and obtain 
advice a wide range of topics including exercise, benefits 
and housing adaptations. It’s also an opportunity to hear 
about the latest research and meet some of the specialist 
neuromuscular team.  Dates &  venue to be confirmed. 

Muscle Cafes  

The last Muscle Cafe in Bristol took place on 15th February 

2019 and it was great to see some familiar faces and meet 

some new ones.  We had about 20 people attend. 

Tam Higgins, Neuromuscular Advisor in Cornwall, held a 

small social meeting for patients with myotonic dystrophy.  

She hopes to run a few more meetings this year. 

We would like to find other venues for Muscle Cafes in areas 

outside of Bristol too,, so if you know of any venues that may 

be suitable in your area, and are accessible, have disabled 

toilets and are not too expensive to hire, please contact the 

Network office and we can investigate. 

We are planning a joint social event with MDUK to take place 

in the summer.   The provisional date is 5th July in Taunton   

Introducing the new South West and South Wales Regional       

Development Manager at  Muscular Dystrophy UK, Nicole Beebee.  

Young Person’s Information Day 

As advertised on page 2, this event has been organised and 

is taking place on Friday 12th April in Plymouth.  For more 

details, please contact the network office on 0117 4141184 

or email: swneuromuscularodn@nbt.nhs.uk 

Nicole joined Muscular Dystrophy UK with a range of experience across the charity 

sector having worked as a Community Fundraising Manager for the past 6 years. She 

has had experience fundraising as a volunteer with MDUK as her friends two sons both 

have muscular dystrophy. Nicole lives in Bristol with her family and loves social media, 

socialising in general and putting the fun into fundraising. She would love to meet you / 

hear from you so please do get in touch.  She covers the whole of the South West   

area. 

Tel: 07771374836 or 01454 853308   

Email: n.beebee@musculardystrophyuk.org 

                                                                                            There is a great South West Facebook page offering        

                   support, advice and help.                                                     

 https://www.facebook.com/groups/250210101836230/  

Living Well with a Neuromuscular Condition  

This is a six-week course of guided sessions by our     

psychologist, specialist physiotherapist and                  

neuromuscular advisors, where you will be joined by up to 

8 other people with neuromuscular conditions who are 

over the age of 18 years.  The course explores the     

emotional and physical impact of living with a               

neuromuscular condition.  The next course will start in  

October 2019 - if you are interested and think it might  

benefit you, please contact the office to register your    

interest. 

See page 5 for information on events run by 
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Events and Resources 

MDUK Muscle Group  

meetings 

A great way to meet people in your local area affected by 

muscle-wasting conditions and share information and advice. 

Saturday 23rd March 2019 - Bristol 

1.00 - 3.00pm, Vassal Centre, Fishponds, Bristol, BS16 2QQ 

Saturday 30th March 2019 - Plymouth 

1.00 - 3.00pm, Future Inn, Plymouth, PL6 5ZD 

To book a place or find out more, email Jonathan Kingsley at 

j.kingsley@musculardystrophyuk.org or ring 020 7803 4839 

“The Year of the Foot” Conference 

Sat 6th April 2019 - Coventry 

A one day event starting at 9.30 - 5.30pm.     

Speakers have yet to be confirmed but will feature 

a podiatrist, orthopaedic surgeon, an orthoptist and 

incorporate CMT UK’s Annual General Meeting.  

Tickets cost £25 for members of CMT UK or £35 for 

non-members.  Contact CMT UK for more          

information on 0300 3236316 

An Introduction to Reiki 

Myaware charity have organised 

an introduction to Reiki event 

linked with Life with Art Exhibition in Taunton. 

It is taking place on Tuesday 9th April 2019 at 11.30am with 

a lunch served after the talk at 12.30pm.   

It will be held in Michael Paul House, Tower Street, Taunton, 

TA1 4BZ 

It will cost £5 per person and you will need to book in advance.  

To book, contact Rita at rita.goldthorp@myaware.org or ring 

0792 848 7179  

The event is for anyone interested, not just for people with  

myasthenia gravis 

Congenital myasthenia Patient Day 

The National Congenital Myasthenia Team, based in 

Oxford are hosing a CMS Patient Day on Saturday 

6th April 2019, at Holiday Inn (Peartree), Oxford 

There will be educational talks about congenital     

myasthenic syndromes and the opportunity to meet 

patients with CMS and their families.  If you would like 

to attend or find out more, here are the contact details: 

Email: orh-tr.cmsgenetics@nhs.net  

Tel: 01865 231915 

Myotonic Dystrophy Support Group - 30th Annual Conference 

21/22 June 2019 at Radisson Blu Hotel, East Midlands Airport, Derby, DE74 2TZ 

The event includes an Annual General Meeting on the Friday evening with the Conference 

on Saturday.  Myotonic Dystrophy Support Group are currently putting the programme  

together for a milestone event for this group.  For more information on the conference, 

please contact Margaret: 0115 9875869 or email: contact@mdsguk.org  

Fire Walk! 
Saturday 30th March 2019 

5pm - 7.30pm 

St Mary’s Old Boys Rugby Club, Almondsbury, Bristol, BS36 1RY 

Organised by Nicole Beebee, MDUK, here is what she says: “Who would you walk on hot coals for? Lots of people from 

the MD community have signed up to walk and raise vital funds but I want people to come along and cheer them on. 

There is Free parking and easy access and all would be very welcome,  the bar is open although drinks are not on me! 

Hope to meet you soon”.  Nicole would love to have support at the event, but there are also spaces available if you 

would like to actually do the fire walk!  Contact Nicole: n.beebee@musculardystrophyuk.org or 07771 374836  

Kidz to Adultz Exhibition 

Thursday 4th July 2019 - Thornbury   

Leisure Centre, Bristol.  FREE UK       

exhibitions dedicated to children & young 

adults with disabilities and additional needs, their 

families and the professionals who support them.  
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Physiotherapy 

activity in the 

Network 

Adult physiotherapists, Nicola Grose and Janet McCay, have been busy 

drafting ‘clinical assessment guides’ for their physiotherapy colleagues who 

work in local hospitals and in the community.  They are hoping these guides 

will provide support to other physiotherapists who come into  contact with 

patients with neuromuscular conditions to assist in clinical practice and    

enhance knowledge and skills.  It will also strengthen links with community 

practitioners.  Each guide will cover a separate neuromuscular condition. 

So far, five guides have been drafted and Janet and Nicola are waiting for 

feedback from their colleagues.  Once they are finalised, the guides will   

also be made available for professionals on our website. 

 

 

 

 

 

 

Reminder about Neuromuscular Therapy and Support Clinics in Cornwall  

These clinics are run by Tam Higgins (nee Eaton), Neuromuscular Advisor and Janet McCay, Specialist Neuromuscular 

Physiotherapist.  Tam and Janet are available to see new and follow-up patients; during your appointment you can discuss 

your physiotherapy and equipment/adaptation needs, plus any social, educational/work related issues you may have.        

Access to these clinics is by prior appointment only.  Referrals can be made through your GP or you can self-refer by calling 

01752 432911 or 01726 873063. 

Adult Neuromuscular Therapy & Support Clinics and Young Adult Support Clinics are held on the: 

1st Tuesday of the month: 

Camborne Redruth Community Hospital 

Barncoose Terrace 

Redruth 

TR1 3ER 

2nd Tuesday of the month: 

St Austell Community Hospital 

Portpean Road 

St Austell 

PL26 6AD 

Tam and Janet are in the process of setting up extra clinics in St Barnabas Community Hospital in Saltash.  More 

details will be available in due course.  If you would like to be  seen in this location or have any questions, please 

contact Tam or Janet. 
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Exercise classes / Activities 

Seated Pilates classes - Portishead, Bristol 

Walnut Grove Clinic, Portishead is a multidisciplinary clinic and centre for health and 

wellness offering Osteopathy, Physiotherapy, Acupuncture, Massage and  Chinese 

Medicine.  Chartered Physiotherapists run classes that offer a modified form of Pilates 

for those with particular needs, such as neuromuscular conditions, mobility issues and 

joint/spinal pain.  Pilates can also help with pain reduction. Sessions are an hour. 

Seated Pilates classes are held on Tuesday or Thursday, costing £10.                     

Balance / Fall prevention classes are held on Thursday mornings, costing £15. 

 

Sitting Fit Yoga 

Nina Boswell Brown runs yoga classes for wheelchair users in 

Long Ashton and Backwell, North Somerset.  She believes the 

benefits of yoga increase flexibility, enhance posture, improve 

strength and mobility, boost circulation and digestion and is a 

chance to practice relaxation techniques. 

Mobile: 07890 308045    Email:  nina@sittingfityoga.com 

Website: www.sittingfityoga.com 

Tel:          01275 818303 

Email:      healthcare@walnutgroveclinic.com 

Address: Walnut Grove Clinic 

       Slade Road, 

                Portishead, 

                BS20 6BB 

Health and Physical Activity in Wiltshire 
Get Wiltshire Walking is a project which aims to ensure every community within the county has     

access to a FREE weekly led walk. Walking is the lowest risk of all physical activities yet produces 

massive benefits to physical fitness and mental wellbeing. Currently there are 33 weekly led walks in 

18 locations throughout the county, there is no limit to the number of walks you may attend. Each walk 

has its regular starting venue on the same day and time every week.  

Website link: www.wiltshire.gov.uk/leisure-cycling-walking-and-running  

Healthy Me is a free, 10-week family healthy lifestyle programme for 7-11-year-olds and their    

families. At Healthy Me, we educate families about nutrition and physical activity, helping them 

to make small, positive lifestyle changes to become healthier, and reach and maintain a 

healthy weight. Each session is packed full with fun physical activity. Programmes run three 

times a year. Each programme lasts for 10 weeks and operates alongside the Wiltshire  coun-

cil Schools calendar. Each session last 1.5 hours and takes place after school time in locations 

across Wiltshire.      Website link: www.wiltshire.gov.uk/leisure-weight-management 

Active Health is our scheme for physical activity opportunities for those referred by a 

medical professional. There can be many different reasons for referral and several     

different exercise programmes are available across the county in leisure centres and  

other local facilities, at a reduced rate. Services include: Supervised gym sessions, AH 

circuits, AH aqua, Falls prevention, Exercise after stroke, Long-term neurological                

conditions and cardiac rehab classes                                                                              

Website link: www.wiltshire.gov.uk/leisure-gp-referral  
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Holidays and Travel 

South Newlands Farm Cottages , Selby Road, Riccall, York  

We aim to provide excellent holiday accommodation for people of all ages and 

abilities.  Our cottages have been rated 4 star by Quality in Tourism, and Pound 

and Copper cottages have the further rating up to mobility level 3 assisted   

wheelchair users. All properties are non-smoking. 

The single story properties have been built to offer fully accessible spacious    

accommodation for those with mobility needs.  All doors are 82cm wide, light switches are at a convenient height and the 

décor throughout is neutral.  Items such as shower chairs, over bed tables, Invacare mobile hoists, ceiling hoists, single   

profiling beds, bath seats and reclining chairs can be made available / hired . 

We were informed by one of our patients about a recent stay they had in Yorkshire in accessible holiday cottages 

so thought it might be useful to share the details with others in the Network. 

Contact Information 

Email:  southnewlandsfarm@yahoo.co.uk  

Tel:   01757 248203  

Activities / Accessibility 

Cycling centres and clubs 
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Warmley Wheelers is a cycling scheme in South 

Gloucestershire that gives everyone the chance to 

get into cycling.  Sessions are £5 per hour (carers 

cycle for free).  They have a range of specially 

adapted bicycles you can use to ride on the Bristol 

to Bath cycle path.  For more details see: https://www.milestonestrust.org.uk/what-

we-offer/community-projects/  or phone 07587 034366,                                            

or email: warmleywheelers@milestonestrust.org.uk  

The Bristol Family Cycling Centre offer inclusive  sessions for all 

ages and abilities using two-wheelers, balance bikes and specialist 

inclusive bikes, to learn to cycle or gain confidence in cycling.. Call 

01275 832800 or visit website: 

www.betterbybike.info/start-cycling/get-confidence/cycling-centres/

family-cycling-centre 

Wheels for All is based at the Odd Down Sports 

Ground using a wide range of hand cycles,       

specialist cycles and trikes on the 1.5k cycle circuit 

where regular Saturday sessions are available.  

The emphasis is on removing all barriers that 

might prevent anyone from enjoying the sense of 

fun and freedom of  cycling.   To find out more, 

email: chris.revill@cycling.org.uk                           

or phone  07530 263 014  
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 Holidays and Travel 

Here are details of some other holiday cottages / accommodation in the South West that are accessible.  Please note we 

have not had personal recommendations on these ourselves, however, the websites provide a lot of information. 

 

Treworgans Farm Holidays comprise of two specially 

converted and tastefully furnished cottages.   

All doorways to accessible rooms are a minimum of 770mm.  All showers are wet-room style 

with no step into shower area, kitchens have accessible hob and sink and clear space under for 

wheelchair access.  Mobile hoists, wheeled shower chairs, bed height 

raisers, toilet seat raisers, high back chairs and kitchen perching 

stools are available for guest use without charge. More specialist 

equipment can be hired from a local  company.  For more              

information, ring 01726 883240 or visit their website: 

www.treworgans.co.uk  

 

‘Millpool’ - The easy access holiday carriage with a stunning countryside view! 

This converted self-catering railway carriage is fully accessible, designed for 2-3 

people, with an open plan design giving it a feeling of light and space. 

The carriage is located in St Germans, a small village in South East 

Cornwall.  Pets are welcome and will enjoy the enclosed terrace and 

the ten acres of private woodland just a few minutes walk away.  

Contact Railholiday by email at office@railholiday.co.uk or by phone on 

01503 230783.  Their website is: www.railholiday.co.uk 

Respite Care and         

Holidays 

“A Revitalise respite holiday is 

a refreshing twist on traditional 

respite care. We offer a break 

that feels like a proper holiday 

for disabled people and also 

for carers. This is why at     

Revitalise we talk about respite 

holidays rather than respite 

care – we provide holidays 

with care.”  

Telephone:  0303 3030145 

Web: revitalise.org.uk 

We are always interested to hear about positive experiences 

you have had.  Please let us know if you have any               

recommendations for other holiday places or travel ideas; we 

could then can share them with other people in the network, 

via this newsletter.  (Please contact Jo McTiernan at      

swneuromuscularodn@nbt.nhs.uk) 
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SURVEYS 

Occasionally, we are asked to share with patients in our Network the opportunity to complete  surveys that may be applicable 

to them.  Here are a few open surveys - if you are interested in completing one, please follow the links included or copy and 

paste into your web browser 

The Neuromuscular Network have secured funding to use the “Patients Know Best” system for our patients. 

The system is a Patient Controlled Medical Record which is used successfully across many NHS organisations. 

The main elements to the system are: 

 Co-ordinated Care 

View, contribute, share and utilise information from all connected health and social care organisations. 

 Enhanced Communication between Patient and Multi-professionals involved 

 Managing Care 

 Care planning and Self-Management 

 

Patients can choose whether to register to use the system or not. If they choose to use the system, patients can share care 

plans with all or some of the people connected with their care. 

 

If you are interested in helping us to develop this system to best meet the needs of our patient group,  

please email:  swneuromuscularodn@nbt.nhs.uk 

No previous experience required, just an interest in the project from a patient perspective. 

MDUK Benefits and Grants 

Survey 2019 

MDUK want to gather and understand 

your concerns to help build and shape 

their campaigning on accessing       

benefits and housing adaptations 

grants. Your stories and experiences 

are at the heart of this campaign to call 

on Government to improve access to 

benefits and grants needed to live    

independently.   

MDUK would be grateful if you would 

take the time to fill out this short survey:  

www.surveymonkey.co.uk/r/

MDUKBenefits2019 

Survey open until 30th March 2019 

Body Image Survey 2019       
Trailblazers MDUK 

This survey is about young          

disabled people’s body image. 

When they talk about ‘body image’ 

they mean how you, as a young  

disabled person, feel about the way 

you look and how this affects your 

confidence, self-esteem and mental 

wellbeing. And they also want to 

hear from young disabled people 

who have a good body image so 

that they can share your positive 

tips and advice with other young 

disabled people who may feel less 

good about themselves.  

www.surveymonkey.co.uk/r/

TrailblazersBodyImage 

 

VOLUNTEERS NEEDED 
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In the next issue, we will be sharing some personal stories from some of our patients, one giving their experience of  

going to University and one sharing their experience of living with CMT.  We are keen to include more stories /

experiences in future newsletters, so if you are interested in writing/adding anything, please get in touch with Jo 

McTiernan (0117 4141184 or email:  swneuromuscularodn@nbt.nhs.uk) 

In the next 

issue . . . 
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