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Inside this issue see:
∗

News from our two hardworking committee members, and their fantastic campaigning!

∗

What we’ve been up to during the year

∗

Our revised Mission Statement

Campaigner of the Year!
Not our title for him, - although he is for sure our
own - Campaigner of the year. The work of
committee stalwart, Bryan Gould, was
recognised by the charity he works so hard for,
Muscular Dystrophy UK. He works at least equally
for BCNA, but we can only thank him. MD UK
presented him and his family to none other than
Sue Barker, who is the MD UK President.
He was widely featured in our local press - perhaps
you spotted him?
See inside for how Bryan is now fundraising for his
charity; perhaps you can help him with that?
See inside for more

The Millions Missing protest
Not content with wearing herself out working locally for
people with ME in Walsall, our very own Sue Worrall, (left
in this picture) is another committee member who goes
above and beyond the call of duty. Back in September
she was part of the Global Protest for M.E. Rights, which
was marked all round the world. Sue made a supreme
effort to get to Bristol to take part in “Millions Missing”.
“MillionsMissing” is a movement to raise awareness for
M.E., underfunded and ignored disease. On September
27th, 25 cities in nine countries demanded change.
They presented protest demands asking for increased
government funding for research, clinical trials, medical
education and public awareness.
See inside for more

Black Country Neurological Alliance (BCNA)
Annual Report 2016
During 2016 BCNA has experienced a number of difficulties, which have affected our work. We are
managed by a small but enthusiastic committee but sometimes personal issues, often caused by
ill-health, have held us back. We’ve even had difficulty finding times when all of us are free to
meet.
Despite this, we have made considerable progress in several areas, most of which can be
described as “behind the scenes”.
∗ Charitable status – perhaps our most important achievement is that we have ploughed our way through

all the processes and are now Registered as a Charitable Incorporated Organisation (CIO); our number
is 1168259.
∗ Our Neuro Supporters programme – we have been working on a recruitment and training strategy; we

have leaflets and posters, but need more volunteers to circulate these widely across the Black Country.
∗ Question Time Forums: as announced at last year’s Annual General Meeting we have been making

plans for public events across the Black Country. Our hope was to have held the first one, and perhaps
even the second, during 2016; as most of the Committee are Dudley-based we chose to focus on this
area, but have discovered that Dudley does not have many suitable venues which would meet our rather
stringent criteria. However we remain determined to hold these events in 2017-18.
∗ Business plan: this has been updated and you will find a summarised version in this paper.
∗ Working on New policies: we are aware that our policy portfolio needs to be updated and

expanded, but lack of resources and pressure of other work has prevented much progress in this area.
∗ Walsall lack of neurologists: we were made aware of the difficulties being experienced by Neuro

people in Walsall, with the retirement of the only Neurology Consultant. The impact of this retirement
and fragmented interim support was taken up by Sue Worrall and Bryan Gould, who have met with CCG
representatives to advise them of local concerns and patient / carer needs. These meetings (ongoing)
have been successful in raising awareness and best practice and Walsall CCG have now intimated
some positive neuro support developments and are keen to engage further with the BCNA. There is still
much to do, and our thanks go to our two hard working “champions”.
∗ Additional support from charities: we are supported by local representatives of several charities,

including, but not only, the Motor Neurone Disease Association, Parkinson’s UK, the Multiple Sclerosis
Society, and Headway Black Country. Their advice and assistance has been invaluable and we extend
sincere thanks to all.
∗ Committee Training: Despite being small in number, we recognise the need to ensure we are

knowledgeable of best practice associated with a small voluntary, campaigning organisation. With this in
mind we are undertaking training with Dudley CVS (Volunteers and the Law and Essential Volunteers
Management) and with the Sheila McKechnie Foundation (Influencing Change – Campaign Skills).
Additional individual training with NHS England and Dudley CCG means we have the confidence and
skills to participate and engage on Sustainability and Transformation Plans (STP’s) and New Care
Models (Vanguards) programmes.
∗ Website: You may be aware that this is not updated as often as it should be, for which we

apologise; we can do little more than keep an eye on it and try to send updates when we can. Any
assistance friends could offer to assist us in this matter would be most welcome - if you happen to spot
out of date information, or can suggest news and other items that perhaps should be there, this would
be much appreciated!

∗ National Neurological Alliance: Committee members attend these meetings when possible. This is

a strong link to our “parent” organisation, from whom we also receive regular news reports and updates.
We supported their “2016 Patient Experience Survey” circulating to all of our contacts and publicising via
social media. We await the outcomes of this national report, feeling confident that the report findings will
inform and influence our work in 2017.
∗ Working locally with Dudley CCG: we have strong links with Dudley CCG, especially through our

committee member Bryan; he has played a key role in the development of a Neuromuscular pathway for
Dudley, which is now near final stage, working with the CCG, a GP lead and a End Of Life Palliative Care
Consultant. The draft pathway is now to be reviewed by Neurologists and GP’s in Dudley and Neurologists
across the West Midlands and it is hoped that the work in Dudley may extend to other simplified neurological pathways for GP’s and a dedicated “West Midland Neuromuscular Pathway”.
∗ Black Country Alliance: A partnership between The Dudley Group NHS Foundation Trust, Sandwell

and West Birmingham Hospitals NHS Trust and Walsall Healthcare NHS Trust. Once again thanks to Bryan for continuing to remind the Black Country Alliance of the work of BCNA and highlighting to their Neurology Steering Group their need to remain influential in addressing the shortfall of neurology services in
Walsall and for the MS Society and MS service users to be involved in any MS services re-design discussions going forward.
We look forward to a more successful year ahead of us.

More pictures from our intrepid Campaigners
Bryan was described by Muscular Dystrophy UK as
“the very definition of a campaigner”. He has also
been presented to none other than the patron of MD
UK, Prince Philip, and attended the Houses of
Parliament on behalf of people with disabilities.
And he has recently embarked on a unique challenge,
inspired by The Proclaimers’ song ““I would walk 500
miles”. He plans to walk 500 miles in 365 days, to
the next MD national conference in October. You
can sponsor him via his “Just Giving” page. Please
do! He’’s pictured here walking in the Peak District.

Sue looks a rather lonely figure alongside some of the shoes which formed the protest in Bristol. Hundreds
of pairs of footwear were on display, each one representing one of the “Missing Millions” unable to be
there as they are too ill with M.E. She was featured on BBC TV news and in numerous newspapers,
raising awareness of the impact of 'pain, fatigue and sensory overload on people’s lives.

Black Country Neurological Alliance
Business Plan 2016 -2018
Our Mission
Black Country Neurological Alliance works to champion people affected by neurological and
neuromuscular conditions.
Our Aims
To provide information and raise awareness of neurological and neuromuscular conditions and of the
diverse range of support services available
To help improve local services based on the needs and aspirations of individuals living with neurological and neuromuscular conditions by collaborating with and influencing decision-makers and
service-design
To make BCNA an accessible and influential organisation that has the people, resources and funding
in place to make a difference to people living with neurological and neuromuscular conditions;
promoting a better understanding.
Our purposes (why we do what we do)
In the Black Country today thousands of lives are devastated by a neurological or neuromuscular
condition. Estimates of the number of conditions vary, but a trawl of relevant websites suggests that there
are several hundred conditions, and often patients and carers accept the services offered without
complaint.
The BCNA was set up to achieve the following charitable objectives within the region of the Black Country
(Metropolitan Boroughs of Dudley, Sandwell, Walsall and Wolverhampton):
The relief of those persons who are receiving or have received treatment for a neurological condition,
and their families and carers
.
To advance the education of the public in all matters concerning neurological and neuromuscular
conditions
In 2016 we agreed that our specific aims for 2016 - 2018 would be:
To raise awareness of neurological and neuromuscular conditions and of the diverse range of support
services available
To help improve local services and influence decision-makers on the needs and aspirations of
individuals living with neurological and neuromuscular conditions
Encourage and support collaboration between and across different service providers and individuals
Key Work and activities for 2016/2017:
Annual General Meeting,
Plan, arrange and produce three ‘Question Time’ type events
Recruit and train more Neuro Champions and Neuro Supporters
Produce a minimum of two newsletters
Discuss with other organisations opportunities for networking and collaborative working
Explore opportunities for bringing people together with neurological and neuromuscular conditions
who can offer peer support
♦ Investigate various funding streams to support activities
♦ Attract and recruit additional volunteers and committee members
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