Welcome
Welcome to Issue 3 of SW Neuromuscular News. This newsletter aims to update our service
users on what the South West Neuromuscular Operational Delivery Network (SWNODN) has
been doing to achieve our overall aim of improving the quality of care and support provided for
people living with a neuromuscular condition in the South West. Look out for the
indicating how you can be involved in these developments!

Network Update
New Staff since the last newsletter

 Dr John Ashworth, Counselling
Psychologist joined the Bristol team in April.
He has been providing a service for adult
patients and takes referrals via the
neuromuscular clinic or a Neuromuscular
Advisor.

 Mrs Joanne Smart has been appointed as
the SWNODN Manager. Jo joined us on 2
November. She is based in our office at
Southmead Hospital Bristol.

 Dr Stefen Brady, Consultant Neurologist,
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will be joining the Neurology Department at
Southmead Hospital Bristol in January
2016. He will be working alongside Dr
Andria Merrison and the SWNODN team
and will take over the running the Taunton
neuromuscular clinics.
Physiotherapy in Devon - Geraldine
Goldsmith has recently gone on maternity
leave. A process is underway to recruit
someone to cover her post during this time.
Further details for accessing this service will be
available on request from the SWNODN office.
Hydrotherapy & Exercise on
Prescription for Adults Survey - We
have received 70 responses to this
survey. Thanks very much to those people
who responded, the information you provided
will help us review what is available and look at
options for improving accessibility across the
South West. The survey will remain open until
1 December 2015 and we will report the
findings in next Spring’s newsletter. If you are
over 18 and wish to give us your views, please
visit the survey at:
https://www.surveymonkey.com/s/SWNODN001 or
call the SWNODN office to obtain a paper
copy.
Independent Living Day - We held our first
Independent Living Day for our adult service
users in the North Bristol NHS Trust catchment
area in September. The day was a great
success and you can find out more about it on
page 3.

Living Well with a Neuromuscular
Condition Course - Following the success of
last year’s course, Dr John Ashworth ran a six
week course during October-November 2015.
The course is designed for a small group of
people and is usually by invitation based on
client’s need. We will provide more details
about this in next Spring’s newsletter.
GP Training Day — We are currently
assessing interest for holding a GP
Neuromuscular Training Day and also
offering to visit GP practice lunchtime
educational meetings across the South West.
One of our Advisors recently attended a
practice in Shepton Mallet and a visit is
planned to a practice in Barnstaple. The aim
of these visits will be to inform GPs and their
practice staff about the SWNODN and how
we can support them and their patients who
have a neuromuscular condition. Please let
your GP know about the SWNODN; they can
find out all about us on our website —
www.swneuromuscularodn.nhs.uk.
Neuromuscular Therapy & Support Clinics
in Cornwall — Our Specialist Physiotherapist
and Neuromuscular Advisor in Cornwall have
set up this new clinic to enable them to
increase the number of patients they can see
and reduce waiting times for their input. The
clinics will be held once a month alternating
between Camborne Redruth Community
Hospital and St Austell Community Hospital.
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A Day in the Life of …… A Neuromuscular Advisor
Elaine Burrows, Neuromuscular Advisor
My name is Elaine Burrows and I have
been working as a Neuromuscular
Advisor with the South West
Neuromuscular Operational Delivery
Network (SWNODN) for the past two
years. I work with three other
Advisors; Ann Morgan, Clare Stayt
and Tamara Eaton. We each cover
different areas of the South West and
are here to help and provide nonmedical support for individuals with a neuromuscular
condition, their family or carers. We work with clients of
all ages from diagnosis to end of life. See our
Neuromuscular Advisor leaflet to find out who covers
your area or call our office on 0117 41 41184.
I’ve been asked to write this article to try and capture a
typical day in my working life, which is very difficult as no
day is ever the same! The region I cover consists of
South Gloucestershire, Gloucester, Bath and North East
Somerset, Swindon and Wiltshire. I am based at
Southmead Hospital Bristol and work Monday to Friday
8.00 am to 4.00 pm.
My day usually begins with a strong cup of tea and
checking my e-mails and phone messages. Today I have
had an array of e-mails to answer as I have just returned
from annual leave. Once these are answered I check my
post and have found that I have had two new referrals
from Southampton General Hospital; as many of their
patients live in the Wiltshire area. One of the referrals
was a new diagnosis. When patients have a new
diagnosis Advisors can do a phone consultation with the
patient to gauge what their understanding of their
condition is and then offer a home visit to discuss the
diagnosis and assess their individual needs. Following a
telephone conversation with both these patients, home
visits were offered and booked for a few weeks’ time. For
patients who live further away from Bristol I try to group
visits together to save on mileage and may often be
accompanied by one of our Specialist Physiotherapists.
Following my phone calls I attended a SWNODN
meeting about our forthcoming six week course called
“Living Well with a Neuromuscular Condition”. This
course is offered to individuals who are, or may be,
struggling with coming to terms with different aspects of
their condition. The meeting was about agreeing the
structure of the six different workshops and who was
going to discuss each topic.
Once completed it was time for a quick lunch before
heading up the M5 to Gloucester Royal Hospital for our
adult multi-disciplinary neuromuscular clinic. This is led
by Dr Andria Merrison and both myself and Nicola Doran
(Specialist Neuromuscular Physiotherapist) attend. This
is usually a busy clinic where we meet new patients who
have been referred to our service and may be having
investigations for a neuromuscular condition or have a
diagnosis but have not been followed-up in the clinic. We
also see follow-up patients who are known to us and they
will be seen within a time frame of between 6-18 months
depending on their condition and need. Again clinic is a
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good opportunity to catch up with patients and move
forward with any issues that arise. In this particular
clinic it was highlighted that a few patients required
social service and occupational therapy input. This was
noted and I will do the referrals on another working
day. It was then a slow wet drive back down the M5 to
home where my working day ended and my home life
began.
My working week varies from day to day. Some days
are office based where I deal with phone calls to
external professional’s, e-mails, referrals and do
general admin like writing up clinics, writing letters of
support etc. The next day could be spent doing a
school review or home visits or teaching fellow
professionals about our service. This role comes with
many challenges on a day to day basis, but this, in
part, keeps the job interesting as I never know what the
next day may bring.

SWNODN Website - 1 year’s old!
The SWNODN website has now been up and
running for a year. During this time it has had
837 visits (487 unique users) and 2,064 pages
have been viewed.
We would really welcome your feedback and any
ideas for making it better. Please contact Sharon on
0117 41 41184, use our Patient Feedback form or
e-mail: Sharon.standen@nbt.nhs.uk

Muscle Cafés
Would you like to meet up with
people in your local area who have a
similar condition to you?
Call Sharon Standen on 0117 41 41184 or
e-mail: nbn-tr.neuromuscular-odn@nhs.net to register
your interest.

Are you a manifesting carrier of
Duchenne Muscular Dystrophy?
We have a client in Bristol who is a manifesting
carrier of Duchenne Muscular Dystrophy and is
keen to meet up with anyone who has the same
condition and may be interested in joining a
support group or just for a chat.
If you would like to get in touch, please call
Sharon Standen on 0117 41 41184.

Independent Living Day — 2 September 2015
Sharon Standen, Network Co-ordinator

We were very excited to run our first Independent Living Day aimed at educating and
supporting adults living in Bristol and surrounding counties. Thanks to Muscular
Dystrophy UK (MDUK) for helping to fund this event.
54 people attended—Feedback received from:

30

People with a
neuromuscular
condition

Partners /
Carers or
other family
members
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What happened?
Presentations
 Muscular Dystrophy UK—Bridging the Gap
 CAB—Background to Welfare & Benefits
 Bristol City Council—Accessible Homes
 Canine Partners—Demonstration
Workshops
 Exercise & Managing Fatigue
 Neuromuscular Advisor Q & A
 CAB One to One Surgery
 Emotional impact of living with a NM condition
Information Stands
 Charcot-Marie-Tooth UK
 Spinal Muscular Atrophy Support UK

What did people expect from the day?

 Muscular Dystrophy UK
 Driving & Mobility Centre (West of England)
 Sirona Care & Health (Orthotics)
 Everyone Active
 Bristol Citizens Advice Bureau

Information on
finance

Exercise advice &
managing fatigue

Coping & living well
with an NM condition

 Buds & Suds—Disability Sports
 SW Neuromuscular ODN

97%

Support within and
outside SWNODN

Meet other people like
me & share ideas

Said their
expectations
were met

What else did people want to know about?












Pain management without medication
Orthotics
Dietary advice
Wheelchair services/repairs and grants
Access to work and disability rights
How to inform others about NM condition so they can understand
fatigue, etc.
Support for disabled parents with children—support and social
Roll on Muscle Cafés!
More Q & A sessions
Information on what Citizens Advice can help with (case studies)
Clinical trials and research

Thank you to all the
organisations that gave their
time to attend this event.
An enormous thank you to our
service users and their carers,
friends and family members
who came along and made it a
great day.
We look forward to holding
similar events next year and
meeting many more of you!
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Moving from Paediatric to Adult Health Services
Ann Morgan, Neuromuscular Advisor
In health care, the term ‘transition’ is used to describe
the process of planning, preparing and moving from
children’s health care to adult health care. Transition is
a gradual process of change that gives everyone time
to ensure that young people and their families are
prepared and feel ready to make the move to adult
health care services.
In 2014 the Care Quality Commission looked at
transition and produced a report “From the Pond into
the Sea”. The report recognised improvements were
needed in the transfer of paediatric patients to adult
services and made recommendations about how this
could be achieved. In the South West, NHS England’s
Maternity and Children’s Strategic Clinical Network
(SCN) set up a working group specifically looking at
transition. The working group comprised of clinicians,
allied health professionals and commissioners working
across the South West. Members of the South West
Neuromuscular Operational Delivery Network
(SWNODN) have played an active part in this group.
The SWNODN recognises how important it is to
prepare and work with children and their families to
make the move to adult services as stress free and
smooth as possible. Moving away from a team of
doctors and nurses that you have known for many
years can be scary, but, by thoughtful planning the
young adult can start to gain the knowledge and skills
needed to manage their condition as an adult and
parents/carers can be provided with the necessary
information to support the young adult as they move to
adult services.
Following involvement with the Transition Working
Group, the SWNODN has been looking at how we can
improve the transition of children to adult neuromuscular services. We plan to introduce the transition
process around the age of 12 years old, depending on
individual circumstances, and gradually bring in the
stages of transition until transfer to adult services
occurs between the ages of 16-18 years old.
There are many aspects to developing and ensuring a
smooth transition to adult services. One major factor is
having the appropriate documentation to record
progress, facilitate communication and provide
information for the family and professionals involved in
the young person’s care.
Ready Steady Go is a Transition Programme
developed by Dr Arvind Nagra, Consultant Paediatric
Nephrologist and Clinical Lead for Transitional Care at
University Hospital Southampton NHS Foundation
Trust. The aim of the programme is to help young
adults gain the knowledge and skills to manage their
condition. This programme has been shared through
the SCN Transition Working Group.
The SWNODN is planning to see if the Ready Steady
Go paperwork would be helpful with the transition of
children with a neuromuscular condition. Our
Neuromuscular Advisors are already beginning to trial
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it in our paediatric clinics. You can see all the paperwork
by visiting: www.uhs.nhs.uk/OurServices/Childhealth/
TransitiontoadultcareReadySteadyGo/
Transitiontoadultcare.aspx
Alongside introducing the new paperwork we are also
working with Muscular Dystrophy UK and Trailblazers in
developing more specific neuromuscular information to
support the transition process.
To help ensure we are achieving our aim of
improving transition from paediatric to adult
neuromuscular services, we are keen to have
feedback from parents and young adults involved in, or
who have gone through, transition. If any of our young
adults are interested in being part of a focus group,
please contact the Network office. We hope the focus
group will also provide an opportunity to meet with peers
and take part in fun activities. We will keep you updated
on our transition developments .

Bristol Transition Workshop
If your child is between the ages of 14 to 17, then you
may be interested in attending our next Transition
Workshop on Saturday 12 March 2016 in Bristol.
Please let us know if your are interested in attending.
Alternatively, the Network will contact you with further
details nearer the time.

Join Healthwatch and use your voice to make
a difference to health and social care services
Healthwatch England would like to encourage children,
young people and adults to have their voice heard in
decisions about health and social care services. They
work across a broad spectrum of healthcare services
that range from local organisations and specialist
partners to national bodies and government ministries.
They are keen to hear from you about what goes well
and not so well in your area. Every area has a
Healthwatch group and you can find yours at:
www.healthwatch.co.uk/find-local-healthwatch
Healthwatch are very keen to hear from young people
in particular and have Young Champion Groups
which are led by young people and look at
issues that are important to them. Healthwatch
in South Gloucestershire, Bristol and North
Somerset run a Young Healthwatch - find out how they
get involved: https://vimeo.com/117796410
Everyone, regardless of where they live or what their
age, can get involved. See Healthwatch website for
more information: http://www.healthwatch.co.uk/

Muscular Dystrophy UK — “Bridging the Gap”
The South West Neuromuscular ODN has been working with Muscular Dystrophy UK to deliver its “Bridging the Gap”
project in the South West. Bridging the Gap was funded by NHS England in 2013 and works to ensure people with a
neuromuscular condition, along with their families, play a leading role in the development and commissioning of the
services they use. We have set up a South West “Bridging the Gap” Working Group to help role out some of the
national activities in the South West. More information and links are below:

Neuromuscular Services Online Hub
The Bridging the Gap team has built a national online
map of neuromuscular services which helps people
search for their nearest Neuromuscular Advisor,
specialist health centre, disability equipment centre,
Specialist Physiotherapist, hydrotherapy pool and
much more…Visit : http://hub.musculardystrophy.org/hub/near-you/

Emergency Care
Initiatives
Muscular Dystrophy UK consulted
clinicians, Neuromuscular Advisors,
healthcare professionals and patient
representatives and are developing
alert and symptom cards for people
with a neuromuscular condition. So far they have
launched the following:
> Duchenne MD alert card
> Becker MD alert card
> Myotonic Dystrophy (1)
alert card

> CMT symptom card
> Limb Girdle MD alert card
> SMA (1, 2, 3) alert cards

More cards are planned for FSH MD, Myotonic
Dystrophy (2) and Congenital Muscular Dystrophy.
You can obtain cards from your Neuromuscular
Advisor or from Muscular Dystrophy UK. Visit:

GP Neuromuscular Training
Module
Muscular Dystrophy UK and the
Royal College of General
Practitioners have worked
together to create an online
course for GPs on the
presentation and management
of neuromuscular conditions in
primary care. Your GP can
access the course via:

http://www.musculardystrophyuk.org/get-the-right-care-andsupport/alert-cards-and-care-plans/alert-cards/

http://elearning.rcgp.org.uk/course/info.php?popup=0&
id=183 or ask your Neuromuscular Advisor about a
leaflet you can take along to your GP.

South West Muscle Groups
The South West Muscle Groups provide an
opportunity to meet people and their families in
the region affected by a neuromuscular
condition and share information and advice through
peer to peer support.
As well as discussing
experience of services, group meetings also focus on
other topics important to people affected by musclewasting conditions. Next meetings:
Plymouth: Saturday 28th November from 2pm to 4pm at
Holiday Inn Plymouth, Armada Way, Plymouth PL1 2HJ
Swindon: Friday 4th December from 2pm to 4pm at
Holiday Inn Swindon, Marlborough Road, Swindon, SN3
6AQ

If you would like to attend a meeting please do get in
touch with Peter Sutton at Muscular Dystrophy UK
on p.sutton@muscular-dystrophy.org or 02078034838.

Neuromuscular Care Plan
Muscular Dystrophy UK has worked with a range of
specialists to develop a care plan that can be
completed by yourself and your neuromuscular
clinician or Advisor. It can be shown to any health
professionals and helps them to give a tailored
approach to your healthcare.
Further information is available at:
http://www.musculardystrophyuk.org/get-the-rightcare-and-support/alert-cards-and-care-plans/careplans/
Or ask your Neuromuscular Advisor if you think you
would benefit from having one of these.
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20th International Congress of the World Muscle Society 2015
Bev Toms, Specialist Paediatric Physiotherapist
The World Muscle Society is a multidisciplinary scientific society dedicated
to advancement and dissemination of
knowledge in the neuromuscular field
for the benefit of patients. I was very
fortunate to be included in a small group
of physiotherapists from around the
world to attend their teaching course
and conference and hope you will find
this insight into the Congress of interest.
13th World Muscle Society PreCongress Teaching Course, London
The pre-congress two day teaching course was aimed at
improving the diagnostic competence of professionals
dealing with patients with neuromuscular disorders (NMD).
The emphasis was on the clinical approach to patients
who present with symptoms of weakness and the
interpretation of investigations that the patient has.
Workshops for physiotherapists focused on standards of
care, assessments and outcome measures, particularly in
relation to clinical trials. Outcome measures are
assessment tools or tests such as The North Star
Ambulatory Assessment, The Six Minute Walk Test, The
Hammersmith Functional Motor Scale and Respiratory
Function Tests. These outcome measures are often used
as inclusion criteria for clinical trials as well as an objective
measurement of change during and after completion of a
trial. It is, therefore, very important that physiotherapists
are trained to carry out the tests in a standardised way to
meet the requirements of international clinical trials.
The course was very practical, extremely informative and
interesting. In addition it was a great experience to learn
from, and network with, physiotherapists from the UK and
USA at the forefront of research and development of
outcome measures in physiotherapy for people with NMD.
20th International Congress of the World Muscle
Society, Brighton
The World Muscle Society Congress is the most important
Annual Congress on NMD. It is attended by around 750
physicians, researchers, therapists and neuropathologists
from all over the world. The Congress consists of a mix of
presentations, posters and guided poster sessions of
research projects as well as industry symposia. It was
exciting to meet and have discussions with highly
esteemed researchers and clinicians, most of whom I
knew by reputation but had never met before.
The Congress started with a presentation focusing on
muscle metabolism in health and disease, in particular the
role of exercise in NMD. This is of particular interest to me
as part of my role is advising on exercise; the advice I give
is based on available research evidence, but this is often
quite limited in rare conditions. In general, mild to
moderate aerobic exercise has beneficial effects in most
conditions. The research on strength training is less
conclusive, but more research is under way. Short bursts
of high intensity training and the effects of training on very
weak muscles was discussed and is currently being
researched.
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Also of interest was a possible clue to
why people experience different
severity of the same condition. The
role of modifier genes was
emphasised. These are genes other
than the ones directly causing a
certain condition and their role may
affect the course a condition takes
and its severity.
As I work closely with families, I was
particularly interested in posters
highlighting research which included
the views and experiences of families. There were
several involving families living with Spinal Muscular
Atrophy (SMA). One poster highlighted that there are
very few studies examining the impact of having a
family member with a NMD. I hope this is changing as
I feel the experiences of individuals and families is very
important in helping us understand NMDs and how
they can affect the whole family.
Physiotherapists use outcome measures with patients
both in clinical practice and in clinical trials because
they are important to monitor disease progression and
response to therapy interventions. I was, therefore,
very interested in posters highlighting research into
developing new outcome measures or improving
existing ones. I was particularly interested in two
posters on the Revised Hammersmith Scale for SMA
which measures and gives a score for motor function.
These were presented by Danielle Ramsey on behalf
of SMA REACH UK. I am one of 21 physiotherapists in
the UK who have received training from Danielle in the
use of this new outcome measure and have already
started using it in my clinical practice.
The SWNODN team also presented posters on Barth
Syndrome, an unusual presentation of Core Myopathy
and a child with a very rare Neuropathy.
There were several symposiums organised by
pharmaceutical companies. PTC Therapeutics, the
company that developed Translarna for use in
Duchenne Muscular Dystrophy (DMD) caused by a
nonsense gene mutation, organised a symposium
which included a moving presentation by the father of
a young man with DMD and what it meant to live with
the condition in their family. It highlighted the issue of
early diagnosis and newborn screening for the
management and care of people with DMD. Updates
on Exon skipping in DMD were also given by BioMarin
Pharmaceutical and their drug Epilerpsen and Sarepta
Therapeutics with their drug Dispersen, both of which
appeared to show promising results.
The Congress left me feeling exhausted but informed,
educated and enthused. It gave me an insight in to the
sheer volume and variety of research being carried out
all over the world to improve our understanding,
management and treatment of NMD and this filled me
with excitement and hope for the future for individuals
and families living with a neuromuscular conditions.

Duchenne Muscular Dystrophy—A
Research Overview Updated

Whizz-Kidz is a national charity set up to promote
and aid the independence of young disabled
people. They provide a range of mobility
equipment to provide independence at home, at
school and at play. However, the wheelchair is just
the beginning of the Whizz-Kidz journey as they
also offer youth groups, wheelchair skills training,
residential camps, ambassador clubs and work
placements, allowing young people to gain skills,
make friends and become confident, independent
wheelchair users. All the services they offer are
completely FREE of charge. Please find
information regarding their current services below:
Wheelchair Skills Training – They offer three
levels of Wheelchair Skills Training: beginners,
intermediate and advanced, to support wheelchair
users from the age of 2-25. Their two-day training
courses are delivered by skilled and experienced
trainers who will ensure you receive the best
training available. http://www.whizz-kidz.org.uk/get
-our-help/young-people/wheelchair-skills-training
Ambassador Clubs - (youth clubs) These clubs
are designed for young disabled people, so they
can meet up, make friends and have fun! They do
everything from music, dance, art, sports, beauty
therapy, cooking, trips and a whole lot more. http://
www.whizz-kidz.org.uk/get-our-help/young-people/
ambassador-clubs.
Camps - Whizz-Kidz provide three-day, two-night
residential camps for disabled young
people. Camp Whizz-Kidz is designed for young
people aged between 12-25 years old and who
use a wheelchair or mobility equipment, or have a
physical disability. http://www.whizz-kidz.org.uk/get
-our-help/young-people/camps
Work Placements - They offer a range of work
placement and internship opportunities that are
designed just for young disabled people age 16 to
25 years old. http://www.whizz-kidz.org.uk/get-ourhelp/young-people/work-placements
Work Skills Days – These are days set up with
one of their corporate partners for young people to
learn key skills for the workplace.

The TREAT-NMD research
overview section for Duchenne
Muscular Dystrophy (DMD) details
therapeutic approaches that are in
clinical development for DMD written in everyday language.
The research overview section has recently been updated
and contains the latest clinical developments in the DMD
field based on information presented at a Duchenne Project
Onlus meeting held in Rome in February 2015 and a
Duchenne Connect meeting held in Washington USA in
June 2015. Further information is available on the TREATNMD Neuromuscular Network website: http://www.treatnmd.eu/dmd/research-overview/introduction/

Spinal Muscular Atrophy Support UK (http://
www.smasupportuk.org.uk/) has worked with Genetic
Alliance UK (http://www.geneticalliance.org.uk/) to
produce a new online resource called Spinal Muscular
Atrophy Route Map which provides a wide range of
information for SMA Type 1, 2 and 3. It has been written
for individuals, families and professionals in the UK and
covers a wide range of topics including health, finances,
housing adaptations, leisure, equipment, education,
employment and much more….
Visit: http://www.routemapforsma.org.uk/ or call 01789
267520 for more information.

Muscular Dystrophy UK—Top Tips
At our recent Independent Living Day many people asked
about looking after their wheelchair, basic maintenance
and insurance.
Muscular Dystrophy UK have put together some
handy tips for travelling with a wheelchair which
includes some of this information. Plus a few more
top tips that you may find helpful. Please let us know if
you think anything else should be included in these toptips.
Visit: http://www.musculardystrophyuk.org/top-tips/

Don’t forget, you can help us shape the service you want now and in the future!
To get involved and become a SWNODN Patient & Public Voice (PPV) Partner please call
0117 41 41184 or e-mail nbn-tr.neuromuscular-odn@nhs.net to obtain a PPV Information Pack

7

Other News
Facioscapulohumeral Muscular
Dystrophy (FSH MD) —Guidelines
Published

Have you pledged your support for the Right
Chair, Right Time, Right Now Campaign? The
Wheelchair Leadership Alliance is a group
committed to improving wheelchair services
across England. The Right Chair, Right Time,
Right Now campaign aims to raise awareness of
issues in wheelchair services and showcase how
people’s lives can be transformed with the right
chair.
You can pledge your support online at: http://
www.rightwheelchair.org.uk/index.php/areas-ofwork/the-charter/pledge-support?view=mapview
Or download a template letter from: http://
www.rightwheelchair.org.uk/index.php/resources/
campaign-materials

Organised by the
charity Mobility
Choice, the free-toattend Mobility
Roadshow is
Europe’s leading consumer-focussed event for people
of any age living with restricted mobility.
Their 2016 roadshow is being held on 26-28 May at
the Silverstone Circuit in Northamptonshire. It
provides a wealth of product and service information
for anyone seeking to regain, or maintain, independent
mobility, whether drivers with disabilities, young and
novice disabled drivers seeking their first adapted
vehicle, options for wheelchair accessible vehicles,
plus independent living innovations for personal
mobility in and out of the home.
For further information, visit their website at:
http://www.mobilityroadshow.co.uk/ or e-mail:
info@mobilityroadshow.co.uk

SWNODN NEW ADDRESS — CONTACT US
SW Neuromuscular ODN
Office 7, Gate 18, Level 1 Brunel Building
North Bristol NHS Trust
Southmead Hospital Bristol
Westbury-on-Trym
BRISTOL BS10 5NB
Tel: 0117 41 41184
E-mail: nbn-tr.neuromuscular-odn@nhs.net
Web: www.swneuromuscularodn.nhs.uk
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The American Academy of Neurology & the American
Association of Neuromuscular Medicine recently
published guidelines on FSH MD. The guides, which
are endorsed by the FSH Society and the Muscular
Dystrophy Association, have been developed as an
educational tool for neurologists, patients, family
members, carers and the general public. Further
information is available at:
https://www.aan.com/Guidelines/Home/ByTopic?topicId=19

Imperatives of Duchenne Muscular
Dystrophy (DMD) Guide
This is a recently published guide summarising the key
elements of comprehensive care for people living with
DMD. The guide has been developed through an
international collaboration between Parent Project
Muscular Dystrophy and United Parents Projects
Muscular Dystrophy and TREAT-NMD. Further
information is available at:
http://currents.plos.org/md/article/imperatives-forduchenne-md-a-simplified-guide-to-comprehensivecare-for-duchenne-muscular-dystrophy/

Improving Educational Experience
Ann Morgan, Neuromuscular
Advisor, has volunteered to
be part of a Muscular
Dystrophy UK working party
that is revising their Guidance
on Inclusive Education for
Children with Muscular
Dystrophy and other Neuromuscular Conditions.
The guidance is aimed at Primary and Secondary
Schools and provides guidance to improve the lives
and educational experiences of children with a
neuromuscular condition enabling them to reach
their full potential. You can view the current edition
at:
http://www.musculardystrophyuk.org/app/uploads/20
15/02/inclusive-education.pdf
We will provide more information when this has
been completed.

Not on-line?
Don’t worry, if you are receiving this newsletter in
paper format and can’t access the links you can
either convert to e-mail copies or call our office if you need
further information on the links in this newsletter.

