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CONTACT US

Welcome
Welcome to Issue 5 of our new look SW Neuromuscular News our way of sharing information on Neuromuscular developments
in the South West and nationally.

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

Thank you to the 188 respondents to our Patient Satisfaction
Survey last September. In this issue we will be addressing
some of the points that were raised. It was great to hear that
you thought the content of this newsletter was right most of the
time. However, other feedback suggested that we need to
communicate what we are doing more effectively and be clearer about how you can get involved.

We were concerned that some people were unsure what services the Neuromuscular Network team offered,
so we will make this clearer in this and future newsletters. If you are in need of advice or support in relation
to your neuromuscular condition, please call your Neuromuscular Advisor or the Bristol office.

Keeping in touch — saving NHS money
Unfortunately, due to increased postage costs and the growth in our Network mailing list (now well in excess of
2,000 people), we need to reduce the number of newsletters that we are currently posting out. Therefore, we
must move to more digitally based communications.

To continue receiving this newsletter, this is what you need to do:
 If you received this issue via e-mail, then you don’t need to do anything apart from



keep us updated if you change your e-mail address.
If you received this issue via post, but have an e-mail address, please e-mail
sharon.standen@nbt.nhs.uk to ensure you receive an electronic copy in the future.
If you don’t have an e-mail address, but would like to continue to receive this
newsletter, please call the office and we will add you to a new postal list. If we
don’t hear from you, you will no longer receive this newsletter.

We will continue to upload a copy of the newsletter to our website at:
https://www.nbt.nhs.uk/south-west-neuromuscular-operational-delivery-network/swnodn-patients/swnodnpublications

Please let us know your e-mail address if you want us to keep in touch
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Your Neuromuscular Advisors

Elaine Burrows

Ann Morgan

Hopefully, you know who your Neuromuscular Advisor is, but we
thought it might be beneficial to remind people, especially newly
diagnosed people, which areas our Advisors cover and the type
of support they can provide.
Each Advisor covers a designated area of the South West (see
table below). They have a mixed caseload of children and adults
and are extremely knowledgeable about 60+ neuromuscular
conditions! They come from diverse professional backgrounds
including Neurology Nurse, Paediatric Nurse, Social Worker and
Occupational Therapist. Between them they have invaluable
skills to share with each other for the benefit of their clients.
Their role includes:








Attendance at specialist neuromuscular clinics to provide
advice and support for patients, especially newly diagnosed;
Support with identifying correct benefits available to patients
as well as condition specific information to support any
applications;
Liaising with other agencies such as schools, social
Tamara Eaton
Clare Stayt
services, other healthcare specialist, disability services, etc;
Sign-posting to other support organisations;
Undertaking home visits when necessary or providing advice over the telephone or via e-mail.
Advisor

Elaine

Area Covered

Contact

BANES
Gloucestershire
S Gloucestershire
Swindon
Wiltshire

Office: 0117 41 40246
Mobile: 07740455041
elaine.burrows@nbt.nhs.uk

Ann

Bristol
North Somerset
Somerset

Office: 0117 41 46447
Mobile: 07740456199
ann.morgan@nbt.nhs.uk

Tamara

Cornwall

Office: 01752 432911
Mobile: 07824 342 827
tamara.eaton@nhs.net

Clare

Devon

Office: 01752 432912
Mobile: 07824 342806
clarestayt@nhs.net
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Our Advisors have a very high caseload and are
unfortunately unable to call all their clients to see
how they are getting on. So please get in touch
with your Advisor if you have any questions,
concerns or would like their help or support.
All the Advisors work Monday to Friday and cover
office hours. They may not always be at their
base as they do a lot of work in the community, so
please leave a message on your Advisor’s
answerphone and they will return your call as
soon as possible. Please note that if you have a
medical issue, your first point of call should
always be your GP. If you have a medical
emergency you should call 999 and, if you are
admitted to hospital, don’t forget your Advisor can
provide information about your condition should
the hospital staff need it.
For further details about the Neuromuscular
Advisors role, please see “A Guide to using the
Neuromuscular Advisor Service” on our website
or call the office for a copy of this leaflet.

Network Update

MDUK Network of Excellence
The Network was pleased to welcome Muscular Dystrophy UK’s Chief
Executive, Robert Meadowcroft, to Southmead Hospital Bristol in
February to formally recognise the SW Neuromuscular ODN as a
“Neuromuscular Network of Excellence”. A big thank you to MDUK and
the patients and parents who attended the event; many of whom have
played a role in getting the Network to where it is today.

Network Update
2016 was a challenging year for the Network and our service users, especially in Devon and Cornwall where
a number of key staff have left or have been ill. We are hoping 2017 will be more positive and we can
continue to develop the work we are doing across the South West. Below is an update on the current
situation and our plans for 2017.
Current situation

Our Plans

Adult Specialist
Neuromuscular multidisciplinary (MDT) clinics in
Plymouth, Exeter and Truro

We are in the process of recruiting another Consultant Neurologist with a specialist
interest in neuromuscular conditions. This will enable services to continue in the
Peninsula, including re-instating Specialist Neuromuscular MDT clinics in Plymouth,
Exeter and Truro. Due to the specialist nature of the role, this has been a long
process, but please be assured we are working hard to resolve this gap in service for
Devon and Cornwall patients.

Adult Specialist
Neuromuscular
Physiotherapist in Devon

Since Geri Goldsmith left her post, Northern Devon Healthcare NHS Trust gave notice
on hosting this role for the Network. We have been in discussions with other NHS
providers to host this role. Once a new provider has been found we will start a
recruitment process to fill this post and notify you when someone is appointed.

Paediatric Specialist
Neuromuscular
Physiotherapist for Bristol
and surrounding area.

Bev Toms, the previous Physiotherapist, moved into a Research Physiotherapist role.
She is currently covering the specialist Paediatric MDT clinics only. Along with
UHBristol, we are pleased to report that an extremely skilled Specialist Physiotherapist
has been recruited who will be joining the Paediatric Team in June.

Paediatric Specialist
Physiotherapist in Cornwall

We are pleased to report that Jackie Watson took up her post as Paediatric
Neuromuscular Physiotherapist in January. She is based at Royal Cornwall Hospital.

Devon Neuromuscular
Advisor

Unfortunately, Clare Stayt has been on long term sick leave. We have been providing
as much support as possible for urgent patient queries in Devon via the Bristol office.
We are hoping Clare will be back at work in the Summer.

Adult Psychology provision
for Devon & Cornwall

We have submitted a Business Case to NHS England to fund two full time
Psychologists across the Network—one in Bristol and one in Plymouth. We are
awaiting their decision.
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Patient & Public Voice
14% of respondents to our Patient Experience
Survey said they were unaware of our Patient &
Public Voice Group and 16% said they would like
to learn more about this. So here we will tell you
a bit more about patient involvement in
developing and improving NHS services and if
you’re interested in finding out more, please
contact us.
In 2007, before the Network existed, Muscular
Dystrophy UK wrote a report entitled “Building on
the Foundations: The Need for a Specialist
Neuromuscular Service across England”. The
report highlighted inequalities in the services
available to people with a neuromuscular
condition and led to an All Party Parliamentary Group for Muscular Dystrophy to investigate this further.
This resulted in the “Access to Specialist Neuromuscular Care—The Walton Report” and from this the
South West Specialised Commissioning Group committed to implementing a Neuromuscular Strategy to
create a managed clinical network funding a new team of specialists (Neurologists, Physiotherapists,
Neuromuscular Advisors and Psychologists) to work with existing healthcare services.
Patients affected by neuromuscular conditions and their families were involved at every step of the way,
working with MDUK, commissioners and healthcare professionals to achieve the current SW
Neuromuscular Operational Delivery Network as you know it today! However, we still have a way to go in
achieving that ultimate aim of reducing the
inequalities in services for people with a
neuromuscular condition in the South West. We
therefore still need your involvement in telling us
about your experiences and what you think should
“I have Becker MD. I initially became involved with
be done to make improvements.
Muscular Dystrophy UK and from that I have
continued to play an active role as a PPV partner
with the SW Neuromuscular ODN. It’s important
that people who have a neuromuscular condition
have a voice in shaping the NHS services they use.
I have learnt a lot about the NHS over the last few
years and met lots of healthcare professionals and
commissioners along the way. It takes time, but it’s
great to be involved from the start and see what can
be achieved when we all work together. I would
encourage others to get involved, share their
experience and make a real difference to affect
change in the NHS. Everyone is friendly and always
willing to decipher any NHS jargon for me!”
Steve, N Somerset

Our Network has always had some patient/carer
representation on our Board, but recently we set up
a Patient & Public Voice (PPV) Group to encourage
more of our service users across the region to get
involved in helping us to improve current services
and design new ones. If you become part of our
PPV Group you could get involved on the Board,
join a specific project working group or just be at
the end of an e-mail if we are looking for input into
document design/content, etc. You can do as
much or as little as you like. To find out more
about becoming a PPV Representative for your
area, please call 0117 41 41184 or e-mail
sharon.standen@nbt.nhs.uk.
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Patient Education &
Engagement
28% of respondents to our Patient Experience
Survey said they were unaware of our Patient
Education & Engagement Programme.
The Network has hosted events for patients and
their families since it started in 2010. Events are
aimed at supporting people to understand more
about their condition and encourage selfmanagement of physical, social and emotional well being. As well as the more informal Muscle Cafés (see
page 6), here are some examples of the things we have done so far:

Independent Living Day - A day
for adults to meet up with other people who
have a neuromuscular condition and obtain
advice on exercise, benefits, housing
adaptations, for example. An opportunity to
hear about the latest research and meet
some of the specialist neuromuscular team—
Physiotherapist, Counselling Psychologist
and Neuromuscular Advisors (see page 8 for
details of our next event).

Transition Workshop - A workshop for young
people between the ages of 14 and 18 to provide further
information about what to expect when transferring from
paediatric to adult services. Following developments in the
way we support transition within the team, we are planning
to develop this into an Independent Living Day for Young
People. Look out for further details about this development
in future newsletters.

Parent/Carer Information & Support
Workshops - Workshops for parents/Carers of a

If you would like to register your
interest in attending any of these
events, please visit https://
www.surveymonkey.co.uk/r/
PPEEventReg or call the Bristol
office on 0117 41 41184. We will
then get in touch when the event is
running.

child who has been newly diagnosed with a neuromuscular
condition or need further help and advice on supporting their child as the condition progresses.

Living Well with a Neuromuscular Condition - This is a six week course designed
for adults with a newly diagnosed neuromuscular condition or for people who are struggling to cope with
their condition. We currently run this once a year at Southmead Hospital Bristol, but hope to extend this
across the region once we have the staff and resources to do this. Further information about the content of
the course was published in the August issue of SW Neuromuscular News (page 3).

Muscular Dystrophy UK “Hear My Voice”

- We supported this MDUK initiative led by
Dr Sadie Thomas-Unsworth which consisted of a three day workshop aimed at 11 to 16 year olds. Two
young people from Bristol helped to create a video telling others about their experience of living with a
muscle-wasting condition. See video at: https://www.youtube.com/watch?v=4JjYkLYn9p4
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Muscle Cafés
The Neuromuscular team in Bristol
has started holding Muscle Cafés at
Southmead Hospital, Bristol. We
asked attendees what they hoped to
gain from attending the Café—their
responses are in the cloud opposite!
If you would like to hold a Muscle Café in your area,
we can help you get them up and running. We
hope these will develop into regular meet-ups in
which you can develop new friendships and share
your experiences and coping strategies.
Feedback from our patient engagement events is
always positive when it comes to meeting up with
other people who have a shared experience of living with a neuromuscular condition. So why not look out for
a nice café or free community hall to meet up in your area?
We can help you get started by promoting your Muscle Café and sending a member of the team along to the
first couple of meet-ups. Just call Sharon or Elaine on 0117 41 41184 or register your interest at: https://
www.surveymonkey.co.uk/r/PPEEventReg.

Events & Resources
Muscle Groups and afternoon teas are a great way to get involved, meet people and their families in your local
area affected by muscular dystrophy or a neuromuscular condition and share information and advice.

PLYMOUTH MUSCLE GROUP: Saturday 10 June from 1.00 to 3.00 pm at the Future Inn
Plymouth, 1 William Prance Road, Plymouth International Business Park, Plymouth PL6 5ZD. The workshop
will be focused on emotional and psychological support, and will be joined by our Network Specialist
Counselling Psychologist Dr John Ashworth

CHIPPENHAM AFTERNOON TEA: Saturday 1 July 2017 from 1.00 to 3.00 pm at Kingsley Road
Community Hall, Kingsley Rd, Chippenham, Wiltshire, SN14 0AS. This is a purely social event hosted by
MDUK. Elaine Burrows, Neuromuscular Advisor, will also be in attendance.
To book a place, please contact Jonathan Kingsley at Muscular Dystrophy UK on 020 7803 4839 or e-mail:
j.kingsley@musculardystrophyuk.org.

Do you have an Alert/Symptom Card?

Check out MDUK’s website or ask your Neuromuscular
Advisor. New conditions are added all the time and they would welcome suggestions for developing new ones.

Information videos about care and conditions.

MDUK has made a number of videos about
some more common neuromuscular conditions such as CMT, Congenital MD, Duchenne MD, FSHD, Myotonic
Dystrophy and SMA. All the videos include interviews and comments from people who have these conditions.
Check out MDUK’s website for further information.
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News from Cornwall
Adult Neuromuscular Therapy & Support Clinics
Janet McCay, Specialist Neuromuscular Physiotherapist, and Tamara Eaton, Neuromuscular
Advisor for Cornwall, started up a pilot scheme in November 2015 to run Adult Neuromuscular
Therapy and Support Clinics. Unfortunately, due to illness the scheme was put on hold for a few
months, but we are pleased to report that Janet and Tam have restarted the clinics in two locations
in Cornwall:
1st Tuesday of the month
Camborne Redruth Community Hospital
Barncoose Terrace
Barncoose, Redruth, TR1 3ER

2nd Tuesday of the month
St Austell Community Hospital
Portpean Road
St Austell, PL26 6AD

Janet and Tam 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. They can also refer you on to other services such podiatry and
speech and language therapy as well as liaise with your doctors when needed. Janet will also
complete relevant baseline physiotherapy assessments to give accurate monitoring of your
physical condition which will act as a reference point for the future.
Access to these clinics is by prior appointment only. Referrals can be made through your
Consultant and GP or you can self-refer by calling 01726 873063 or 01752 432911.

Young Adult Support Clinics
Janet and Tam are also planning to establish a new Young Adult
Support Clinic in the next few months. The aim of the clinic will be
to address some of the issues faced by young people around the
age of 18 when they move into adult services in Cornwall. They
will offer practical advice and information on:







Work and education
Housing and adaptations
Sports and leisure activities
Finances and benefits
Navigating the multiple health and social care services you may need to access

They hope this will provide a reassuring setting to fill the tricky time for young people and their
families as their status in the world changes.
Final plans are being put into place, but they are aiming to hold the clinics two or three times a year
in Mid, East and West Cornwall. Referrals to this clinic can be made through your Consultant, GP
or any person or agency the young person is happy to permit to do so. You can also self-refer by
calling 01726 873063 or 01752 432911.
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South West Independent Living Day - Exeter
Wednesday 4 October 2017
A free event for adults living in the South West who
have a neuromuscular condition.





Save
the
Date!

Key guest speakers (topics to be finalised)
Workshops:
 Exercise & Fatigue management
 The emotional impact of living with a
neuromuscular condition
 Ask the Advisor—General information and
Advice
Information Stands

Venue is still to be confirmed, but we hope to hold it in
the Exeter area.

Interested in attending?

To register your interest and
receive further information
about this event, please contact:
Sharon Standen
Tel: 0117 41 41184
Email: sharon.standen@nbt.nhs.uk

Bristol Parent Carers
Participation Event Tuesday 13 June 2017

Emergency
Schemes for
Carers

Daytime
10.00 to 2.30

Do you have a carer? Have you thought about
what might happen if they were suddenly taken
ill or had an accident? If not, then you may like
to talk to your carer about registering as a
carer and joining a local Emergency Scheme
for Carers. Many local carer services and local
councils offer these schemes which can
provide support during an emergency.

OR

Evening
6.00 to 9.00

Parent/Carers and professionals will come
together to help design services and improve
support for your child (0-25) with special
educational needs/disabilities.
Trinity Centre, Trinity Rd,
Old Market, Bristol, BS2 0NW
Call 07914 320540
E-mail:
rosie@bristolparentcarers.org.uk

To find out more, visit the Carerstrust website
at: https://carers.org/article/emergencyschemes-carers, enter your postcode and a list
of carer support services will be provided in
your area.

More information:
https://www.bristolparentcarers.org.uk/
attachments/bpcp2017/bpc_event_poster_2017.pdf
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