Welcome
Welcome to Issue 4 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
Specialist Service Devon & Cornwall
We are sad to report that Dr Liz Househam,
Consultant Neurologist, and Dr Craig
Newman, Clinical Psychologist, have both left
their SWNODN roles in Plymouth.
Dr Househam will continue to see
neuromuscular patients at Mount Gould
Hospital Plymouth only and will no longer be
running the Exeter and Truro clinics. Patients
outside of Plymouth can be referred to the
Mount Gould clinics. We advertised the vacant
post in March but unfortunately did not attract
any applicants. The post was re-advertised in
July with some alterations. We will keep you
updated on progress.
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We are reviewing the SWNODN psychology
provision across the whole of the region we
cover and will be submitting a business case
to increase the current resource. In the
meantime Dr John Ashworth, Counselling
Psychologist based in Bristol, is able to offer
telephone consultations.
Please remember you can contact your
Neuromuscular Advisor for further advice or
sign-posting to any of our services or
alternative services in your area.
Physiotherapy in Devon—We are pleased to
report that Geraldine Goldsmith has recently
returned from maternity leave. We would like
to thank Louise Tricker for covering Geri’s role
and providing an excellent service.
21st International World Muscle Society
(WMS) Congress 2016—We are pleased to
report that Dr Stefen Brady, Dr Arni Majumdar
and Nicola Doran will be presenting posters at
this year’s WMS Congress in Spain. This will
be an excellent opportunity to showcase their
work to hundreds of international specialists
who have an interest in neuromuscular
conditions. Nicki will be presenting the Living
Well with a Neuromuscular Condition course.
You can read more about the course and what
attendees thought about it on page 3 and we
will share further information about the
conference in the next newsletter.

SWNODN awarded Muscular Dystrophy
UK (MDUK) Network of Excellence
We are very pleased to report
that MDUK and their Service
Development Committee, led
by Baroness Celia Thomas of Winchester,
have recognised the SWNODN as a
Network of Excellence. The Network fulfilled
all of the audit criteria and the Committee
were particularly impressed with our level of
patient engagement and involvement.

Patient Experience Survey
HAVE YOUR SAY
In order to help us improve our
service, the SW Neuromuscular ODN would
like to hear about your experiences of the
service our team provides and also your
experience of other healthcare services in
the south west.
How?
By phone:
Just scan QR code

On-line:
https://www.surveymonkey.co.uk/r/SWNOD
NSurvey2016
By Post: Send printed copy to SWNODN
office.
Deadline—30 September 2016
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Patient & Public Engagement & Education
Survey of Paediatric Neuromuscular MultiDisciplinary Team (MDT) Clinic at Bristol
Royal Hospital for Children
This survey was carried out between May 2015 and February
2016. Thank you to the 52 families who took the time to
complete the questionnaire. The results were as follows:

Duchenne Muscular Dystrophy (DMD) —
Education and Support Workshops for Parents
The SW Neuromuscular ODN has piloted two DMD
workshops for parents. Below is a summary of the
workshops and the feedback we received.

DMD Workshop 1 — Newly Diagnosed
Who’s it for?
This workshop is for parents and grandparents of a child
recently diagnosed with DMD.
Why?
To provide an opportunity to meet other parents in a
facilitated workshop and discuss how to adjust to the news
that your child/grandchild has DMD. To share strategies and
ideas about how to live a full life and manage your child’s
health, knowing they have a progressive condition.
Feedback :

DMD Workshop 2—Talking to your Child
Who’s it for?
This workshop is for parents of children with DMD aged up to
12 years old.
Why?
To provide an opportunity to meet other parents in a
facilitated workshop and discuss child development, their
level of understanding and the current ideas on what to say
and what might help when talking to your child. To share
strategies and ideas about communicating with your child
about their progressive condition.
Feedback:

“Talking with other parents of boys with
DMD; hearing their views and experiences,
has been really helpful”
“A well put together workshop; very
informative and helpful”

Suggestions for future DMD workshops:




2

Research/clinical trials
Progressive nature of condition / treatments
Talking about life-limiting nature of condition and how
child can access support.

Living Well with a Neuromuscular Condition
Dr Sadie Thomas-Unsworth piloted our first Living
Well with a Neuromuscular Condition course in 2014
and we have since held a second course which is run
by the SWNODN Counselling Psychologist, Dr John
Ashworth. In collaboration with a Neuromuscular
Advisor and Specialist Physiotherapist, John explores
the emotional and physical impact of living with a
neuromuscular condition. Participants are given the
opportunity to develop knowledge and skills that can
help manage the challenges that their health status
can lead to.
Attendance on this course is by invitation only; for
people newly diagnosed or finding it hard to adjust to
having a neuromuscular condition or needing further
support in coping with their condition. The course
consists of guided sessions over a six week period
(one x 21/2 hour session each week). It is delivered
to small groups of around six or seven people.
The overall aim is to equip people with the ‘tools’ to
cope and adjust to having a diagnosis of a long term
neuromuscular condition. Sessions cover:

Previous participants have reported finding the course
helpful in a number of ways, including:






Meeting others living with a neuromuscular
condition and having the opportunity to share
ideas and experiences.
Feeling more confident in putting into practice
strategies that could help with adjusting to the
neuromuscular condition.
Identifying goals and ways to work towards these.
Having access to the knowledge of the specialist
team.

Previous participants have made the following
comments:
“I didn’t feel so isolated. It was really helpful
meeting others with similar conditions”
“Having experts on hand to ask questions was
great and everything was explained in full so we
could understand it”
“Knowing that my thoughts of anger and guilt are
not uncommon”

Session 1

The challenges of living with a
neuromuscular condition.

Session 2

The emotional impact of living with a
neuromuscular condition

Session 3

Improving sleep and managing thoughts
and feelings (Mindfulness)

Session 4

Understanding pain

Session 5

Ways to manage fatigue

Want to find out more?

Session 6

Self-management and goal setting

If you think this could would benefit you, please contact
your Neuromuscular Advisor or call the South West
Neuromuscular Network’s office on 0117 41 41184 and
we will be happy to answer any questions.

There is also lots of opportunity for participants to
share their own ways of coping and adjusting and
learn from each others’ experiences.

“Being able to discuss feelings, problems and
actually saying “I feel rubbish” without being
judged”
“Some of us will continue to meet up after the
course ends!”

Duchenne A & E Pack
It is essential that clinicians understand the specific needs of people with
Duchenne Muscular Dystrophy, especially during an emergency
admission. A number of charities have come together to produce a new
website which will enable A & E staff to access information immediately
that is relevant to Duchenne Muscular Dystrophy. See:
http://duchenneemergency.co.uk/ for access details.
They have also developed an app that can be accessed through iTunes
or Google Play store which enables parents to add the most up to date
information about their child’s clinical requirements.
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Physiotherapy, Hydrotherapy and Exercise in Water Survey
Nicola Doran, Specialist Neuromuscular Physiotherapist
Background
In our March 2015 Neuromuscular News we invited
you to take part in an online survey reviewing
physiotherapy and hydrotherapy services within the
South West. Access to services can be difficult to
navigate and we are very aware that there are gaps in
provision. The survey was then particularly prompted
by a paper in 2014 entitled ‘Adult Care for DMD in the
UK’. in which the results of the CARE-NMD survey of
care practices for adults with DMD in the UK were
published. We were also aware that Muscular
Dystrophy UK were at that time working on a
hydrotherapy report. ‘Hydrotherapy in the UK—The
urgent need for increased access’ which was published
in December 2015.

You Said
I’m not aware
how to access
my local
Community
Physiotherapy
Team.

I’m not sure
how specific
the physiotherapy advice
is to my
condition.

I have
experienced
difficulties
accessing
local
swimming
pools.

I’m concerned
about not
being able to
access
support and
advice around
independent
living
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Results of Survey
Thank you to all those people who completed the survey.
We had 73 responses from across the South West.
The responses followed themes that we expected. Many
people find there is insufficient community resources for
people with neuromuscular conditions. Therefore, the
SWNODN aims to ensure advice is provided on how and
where to access appropriate services, especially relevant
community neurology services so that a more ‘holistic’
approach can be provided (rather than treatment geared
more for injuries, site specific pain, etc). We will also aim
to support you and your family with the knowledge and
skills to self-manage your condition where possible.
Below are some key things you said.

What can you do?

What the SWNODN will do

 Ask for advice at your GP surgery or
visit NHS Direct and look for community
based therapy teams—neurology
specific if available)

 Develop a printed resource that is available
in our specialist clinics for patients to take
away.

 Once known to a team you can often
self-refer back into the service.

 Ensure this information is on our website
and is easy to find.

 Ask your Specialist Physiotherapist as
they can discuss how to access local
therapy services or make the referral.
 Ask your GP/Consultant about seeing a
physiotherapist with knowledge in
neurological conditions/community
based support (not clinic).
 Inform your therapists that the
SWNODN Specialist Physiotherapists
are able to provide advice about your
condition and appropriate exercises.

 Develop condition specific guidance for
Community Physiotherapists around
assessments.
 Continue to provide training to community
teams and ensure they are aware of the
specialist resource in the SWNODN.

 Muscular Dystrophy UK has also produced
an e-learning module for GPs and we
 Inform your therapist about a free onrecommend that patients point their GP
line “Physiotherapy Management in
towards this for their continuing professional
Adult Neuromuscular Diseases” course.
development.
(a paediatric module is in development).
(http://elearning.rcgp.org.uk/course/info.php
(https://mduk.learnupon.com/store)
?popup=0&id=183)
 Help us by letting us know how your
local pool is equipped and also whether
they run disabled sessions.

 Develop a comprehensive list of local
pools/disabled swim sessions/
hydrotherapy pools available in our
specialist clinics and on our website.

 Check out Muscular Dystrophy UK’s
“Neuromuscular Services and Support
 Continue to raise the issue of limited
Hub” to search for services in your area.
access/poor facilities in liaison with
Muscular Dystrophy UK to lobby
http://www.musculardystrophyuk.org/su
organisations for change (NHS England and
pport-hub/
 Ask your GP to refer you to the
Specialist Neuromuscular Clinic to
access the multi-disciplinary team
(Consultant, Specialist Physiotherapist
and Neuromuscular Advisor) - clinic
locations can be found on our website
or call the SWNODN office.

 SWNODN Physiotherapists and
Neuromuscular Advisors are available to
offer advice and support.
 Arrange more SWNODN Independent
Living Days across the South West.

Bristol Neuromuscular Research Group
Dr Arni Majumdar, Consultant Paediatric Neurologist & Dr Stefen Brady, Consultant Neurologist
We are pleased to announce that research into
neuromuscular conditions has finally arrived here in the
South West. We have recently set up the Bristol
Neuromuscular Research Group; a new research initiative
and collaborative group with the University of Bristol, NHS
Trusts, commercial organisations and charitable
organisations. The aim of this group will be to deliver
cutting edge clinical research into paediatric and adult
neuromuscular conditions closer to where you live.
We are confident that in the long run we will be able to
bring translational research (research from the bench to
the bedside) to the South West and embed it into our daily
work in clinics. We hope that this development will help to
transform the lives of our patients and their families.
We are currently developing our web pages on the
University of Bristol’s website which will provide further
details (http://www.bristol.ac.uk/clinical-sciences/research/
neurosciences/research/). However, in the meantime,
please find below a summary of developments so far.

Paediatric Research—Dr Arni Majumdar
I lead the paediatric arm of the Bristol Neuromuscular
Research Group based at the Bristol Royal Hospital for
Children and over the last year I have been able to secure
funding and the infrastructure necessary to be able to
deliver some of the exciting research that is currently
being done.
Working with Dr Kayal Vijayakumar, we have recently
completed a trial called “Summit 1004” which studied
Utrophin up-regulation and we hope to be involved with
the following trials that are in preparation:





Summit 1005 trial - Utrophin up-regulation
Sarepta Exon skipping trial
Novartis Bone Protection trial

Thanks to support from Action Duchenne,
who has recently agreed to fund a
Paediatric Research Physiotherapist post,
and to University Hospitals Bristol NHS Foundation Trust
for funding a Research Administrator, we will have

dedicated research staff to support the delivery of these
studies over the next couple of years. We are also
pleased to have a new Neuropathologist joining the
hospital who has an interest in neuromuscular research.
Over the past few years we have developed
collaborations with the NIHR DMD Biomarkers study
and a study to look at muscle biopsy for Becker MD
(BMD) and Intermediate MD (IMD) phenotypes. Other
active collaborations include North Star, Smart net,
IBMnet, 100,000 Genome Project and Neuropathy.

Adult Research—Dr Stefen Brady
The adult arm of the Bristol Neuromuscular Research
Group is led by myself and Dr Andria Merrison. We are
both Consultant Neurologists with a specialist interest in
Neuromuscular Conditions. Our aim is to forward the
understanding and treatment of neuromuscular
conditions in adults and to ensure patients attending
clinics, and individuals throughout the South West who
have a neuromuscular condition, have an opportunity to
participate in high quality clinical and laboratory based
research studies.
Dr Merrison and I have both worked in internationally
renowned muscle research centres in Oxford and
London and have a wide range of national and
international research experience. Our areas of
particular research interest are Muscular Dystrophy,
Inflammatory Myopathy (Myositis), Myasthenia Gravis
and Motor Neurone Disease.

Taking part in a Clinical Trial
If you would be interested in taking part in a
neuromuscular clinical trial you can either talk to your
hospital consultant or register your interest with the SW
Neuromuscular ODN office and they will arrange for
someone to call you back to discuss the options
available. You can also find out more about
involvement in clinical trials on the Muscular Dystrophy
UK website: http://www.musculardystrophyuk.org/
progress-in-research/patient-registries-and-clinicaltrials/clinical-trials/your-questions-answered/

Focus on Dr Stefen Brady, Consultant Neurologist, Bristol
Our newly appointed Consultant Neurologist, Dr Stefen Brady, studied medicine at the
Trinity College Medical School, University of Dublin and trained in Neurology in beautiful
North Yorkshire. During his specialist training he spent four years working in the
Neuromuscular research groups in Oxford and Queen Square, London, as a Clinical
Research Fellow and Senior Clinical Research Fellow. He completed a DPhil on Inclusion
Body Myositis at the University of Oxford in 2014.
Dr Brady is based at Southmead Hospital, Bristol. He runs neuromuscular clinics each
week at Southmead Hospital and a monthly neuromuscular clinic at Musgrove Park
Hospital, Taunton. Referral to these clinics can be made via your GP or General
Neurologist. Dr Brady’s special interests are the pathology of muscle disorders,
inflammatory myopathies (myositis) and muscular dystrophies. His other interests include
climbing, falling off things and open water swimming.
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Muscular Dystrophy UK Award
In our last newsletter we reported on the great work Muscular Dystrophy UK is doing as part of their “Bridging the
Gap” project. Part of that project was producing Alert and Symptom Cards for different muscle wasting conditions.
So far they have produced 11 condition specific Alert Cards and sent out over 7,000 cards to healthcare
professionals, individuals and families.
In June, the British Medical Association
(BMA) awarded Muscular Dystrophy UK
with a highly commended award for
improving healthcare as part of their
2016 Patient Information Awards. The
range of alert cards have also been
nominated for awards in ‘best patient
resource to improve healthcare’ and
‘best overall patient resource’ as part of
their 2016 awards to organisations that
have created resources to improve
healthcare and patient experience. The
winners will be announced at an award
ceremony in September.
The cards outline key recommendations and precautions that a non-specialist clinician would need to know during a
time of worsening health. The cards are conveniently sized and shaped to fit inside a wallet, so they can be carried
at all times. The cards also include important contact information on a person’s specialist neuromuscular, respiratory
and cardiac consultants, making expert advice much easier to access for paramedics.
Further information about the Alert Cards and testimonies from families that have used then can be found on the
Muscular Dystrophy UK website.

NEW Patient Information Videos
Muscular Dystrophy UK has recently released a number of
patient information videos related to specific neuromuscular
conditions. Each film features an individual explaining what
it’s like to live with a particular condition and how important it is
to access specialist healthcare to maintain a good quality of
life. The films also feature advice and information from
specialist neuromuscular health professionals.

Available:
 Charcot-Marie-Tooth
 Becker Muscular Dystrophy
 Duchenne Muscular Dystrophy
 Facioscapulohumeral Muscular Dystrophy
 Myotonic Dystrophies
 Best Practice Healthcare

The videos listed opposite can be assessed via the Muscular
Dystrophy UK website:
http://www.musculardystrophyuk.org/news/news/newinformation-video-on-charcot-marie-tooth-disease-launched/

Available soon:
 Congenital Muscular Dystrophy
 Spinal Muscular Atrophy

NICE recommends Translarna
The National Institute for Clinical Excellence (NICE) recommended funding on
the NHS in England for Translarna - the first ever drug to treat the underlying
genetic cause of Duchenne muscular dystrophy. Translarna would treat boys
whose Duchenne is caused by a nonsense mutation (10-15% of boys) who
are aged five years and over and who are still able to walk.
The decision is based on a Managed Access Agreement and now needs to be
implemented by NHS England. A Managed Access Agreement is when a
drug is made available for a limited period of time (in this case for 5 years) at a
discounted price, to allow further evidence to be gathered on its use whilst
also ensuring that patients receive access to the drug.
A fact sheet entitled “Translarna—Treatment for Duchenne Muscular Dystrophy” can be found on the Muscular
Dystrophy UK website. Read the NICE Guidelines: https://www.nice.org.uk/guidance/hst3
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Hints and Tips for PIP
Elaine Burrows, Neuromuscular Advisor
What is PIP?
PIP means Personal Independent Payments. By the end
of 2016, the Disability Living Allowance (DLA) will be
replaced by PIP. If you are currently on DLA, you will be
contacted by the Department of Work and Pensions
(DWP) to transfer to the new PIP system (this may
require a further assessment). This benefit helps with
some of the extra costs incurred by having a long-term
health condition or disability. PIP consists of two
components – Daily Living and Mobility. For the Daily
Living Component you must be having difficulties with the
following areas:








Preparing/eating food
Washing/bathing
Dressing/undressing
Communication
Management of your medicines/treatments
Financial decisions

The payments currently range between £21.80 and
£139.74 a week. The rate depends on how your
condition affects you, not the condition itself.
Your claim will be assessed by an independent
healthcare professional which may involve a face-to-face
consultation. You’ll be given a score based on how much
help you need.

the areas listed above for the daily living component).

 Read through the Information Booklet that comes











Who can claim for PIP?
To claim PIP you must be between 16 to 64 years old
(from 8 April 2014), and have a long-term illness. If you
need help with transport or moving around, you may
qualify for the mobility component.

with the form before you start completing it.
Read each question carefully. You might find it
better to write your answers on a blank piece of
paper first before writing on the actual form.
You will be asked about ten daily activities and two
mobility activities.
Answer all questions honestly and give as much
detail as you can. Remember, the person reading
your application will not know you. The diary you
have kept should come in useful when doing this.
List all professionals who are involved in your care,
for example Consultant, Dietician, Speech Therapist,
Physiotherapist, Neuromuscular Advisor, GP etc.
Once you are happy with your answers then
complete the claim form.
When submitting your claim it is useful to include any
correspondence you have received from
professionals.
If appropriate, your Neuromuscular Advisor can write
a letter of support providing further evidence of how
your condition affects your daily activities and
mobility. They can also provide a fact sheet about
your condition to send off with your claim.
It is useful to take a photocopy or scan your claim
before sending it to the DWP. This can be useful if
you need to appeal.

What if I need help completing the form?

How do I claim PIP?

Please contact your Neuromuscular Advisor. If you do
not know who this is then contact the SWNODN office
on 0117 4141184. Your Advisor can either do a
telephone consultation or a home visit if appropriate.

Call the Department of Work & Pensions (DWP) on 0800
917 2222 to make a claim.

Your local Citizen Advice Bureau can also help, but you
will need to book an appointment for this.

You will be asked for :

Contact details & date of birth

National Insurance number

Bank/Building society details

GP’s or health worker’s name

Details of any time you’ve spent abroad or in a
care home or hospital.

What if my application is unsuccessful?

Someone else can call on your behalf, but you will need
to be present. The process takes around ten minutes.
You will then be sent a “How your Condition Affects You”
form. Once the pack arrives you have one month to
complete it and return it to the DWP.

Useful Links

What do I need to think about when
completing the form?



 While waiting for the pack to arrive try keeping a diary
of what you are finding difficult on a daily basis (eg, in

If you’re unhappy with your PIP decision you should
contact the DWP and if you’re still unhappy you can
make a formal request to have the decision reviewed
(mandatory reconsideration). Your Neuromuscular
Advisor would be happy to discuss the reasons for the
decision and assist you in appealing the decision if
appropriate.

 https://www.gov.uk/pip/overview
 www.disabilityrightsuk.org/personal-independencepayment-pip
www.pip-assessment.support

If you have a child under 16 with a
disability you still need to claim
DLA as appropriate.
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Other News & Resources
able
A Disability Lifestyle Magazine
that provides lots of useful
information on:






Getting active
Accessible tourism
Work and Education
Motoring tips and products
Reviews of products

Visit their website
http://ablemagazine.co.uk/
to find out more

New Virtual Tours of
Southmead Hospital Bristol
North Bristol Trust has recently developed a 360o
virtual tour of the new Brunel Building. This also
includes a view of the accessible toilets . So if you’re
due to attend the hospital in the future why not
orientate yourself through this on-line resource via:
https://www.nbt.nhs.uk/our-hospitals/southmeadhospital
There is also a Welcome to Brunel Building video on
the Coming to the Hospital page which provides a
whirl wind tour of the key areas in the hospital:
https://www.nbt.nhs.uk/patients-carers/cominghospital

HOW TO 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 / 41185
E-mail: nbn-tr.neuromuscular-odn@nhs.net
Web: www.swneuromuscularodn.nhs.uk
NEW: Follow us on Twitter! @SWNODN
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Action Duchenne has recently published
this new leaflet on “Being a Carrier of
Duchenne Muscular Dystrophy” as part of
their “Takin Charge!” project.
This will be available in Neuromuscular
Centres and Genetic Services or ask your
Neuromuscular Advisor for one. It can
also be downloaded from the Action
Duchenne website.
Muscular Dystrophy UK
Bristol Branch
If you are interested in attending this informal
group that meets up every 2 months please
contact the Branch Chair, Pat Bollen at:
patandandrew@googlemail.com
Tel: 01225 338451

Medical ID on iPhone
Did you know that the Apple iPhone has a
Health application? Users can create a
Medical ID that can be accessed by
emergency services even if the phone is
locked. How to:
http://appleinsider.com/articles/14/09/24/how-to-set-upyour-emergency-medical-id-with-ios-8s-new-health-app

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

