regulars

–

news update

Evaluation by MS Trust reveals vital MS services face critical challenges
Vital NHS services that people living with MS
rely on are facing increasing pressures which
could lead to inequities in care, according to a
major new report published by the MS Trust.
Evidence for MS specialist services, the
findings from the MS Trust’s three-year
GEMSS evaluation project, provides an
unprecedented insight into the state of MS
services, at a crucial moment in their development. Collecting data from 15 MS teams who
provide services for over 15,000 people living
with MS, it demonstrates the vital service that
MS specialist nurses provide, the value they
deliver and highlights the challenges they face
in providing care.
The report reveals that people with MS rely
on their MS specialist nurse for expert knowledge, support and continuing, co-ordinated
care, and are more likely to turn to them than
any other health professional – including neurologists and GPs. Without them, people with
MS say they would have to manage alone, or
seek care from overstretched GPs or even A&E
departments without specialist knowledge and
experience – at an increasing cost to the NHS.

The data reveals that more and
more of MS specialist nurses’ time
is required to support people taking
disease modifying drugs – and the
MS Trust is aware of growing pressure to increase the UK’s comparatively low treatment rates. However,
half of the people living with MS in
the UK have progressive forms of
the disease and are not eligible for these treatments. They have complex and challenging
care needs, but with the greater focus on drug
management, there are concerns that it will
be increasingly difficult to deliver an equitable
service for everyone with MS.
The report also reveals that people with MS
are finding it hard to access MS education
and symptom management courses because
of the pressures on specialist nurses’ time and
resources. This training can help people living
with MS manage difficult symptoms such as
fatigue, pain, bladder and bowel problems,
visual disturbances and mobility problems.
“We know from the feedback we receive
every day that MS specialist nurses provide

an incredible service to over
100,000 people living with MS
in the UK,” said Amy Bowen,
Director of Service Development
at the MS Trust. “This report gives
us the strongest evidence yet into
the exact value of the care they
provide. With new approaches
to MS being developed and new
treatments becoming available, we believe
MS specialists nurses are going to become
even more important in ensuring co-ordinated
care for everyone living with MS. Following
the success of this project, the MS Trust will
continue to work closely with MS services to
help them meet the needs of everyone living
with MS.”
With its new MS Forward View project
beginning in 2016, the MS Trust plans to
work with MS nurses, neurologists, allied
health professionals, pharmacists and other
MS experts to show how MS services can
provide greater access to care, making best
use of current resources and skills, and still
deliver value to the NHS.

New toolkit to help provide better health services for people with epilepsy
Two leading epilepsy charities have joined
forces and created a web-based toolkit for
commissioners which will provide all the information required to ensure high quality services
for the 500,000 people living with epilepsy in
England.
Epilepsy Action and Epilepsy Society identified the need for the commissioning tool after a
survey of Clinical Commissioning Groups (CCGs)
in 2014 identified gaps in planning. Epilepsy
Action contacted 211 clinical commissioning
groups. 204 responded and of these 78%
stated that they had not produced, and had no
plans to develop a written needs assessment of
the health and social care needs for people with
epilepsy.
The two charities therefore decided to
develop the web-based hub, the ‘Epilepsy
Commissioning Toolkit’. It has been developed
and tested with the support of a group of
nine CCGs who have a range of experience in
commissioning epilepsy services.
The project has gained RCGP and the
Association of British Neurologists endorsement
and is going through the NICE endorsement
process and is being championed by NHS
England National Clinical Director for Adult
Neurological Conditions, Dr David Bateman.
The toolkit has been organised into nine
sections giving practical examples based on
experience such as calculating local populations
of people living with epilepsy, reading examples
of service models, creating business cases and
more.
A key area will be Hospital Episode Statistics
(HES) data from the Public Health England
Neurology Intelligence Network including

numbers of unplanned admissions for epilepsy,
neurology outpatient usage and benchmarking
with other CCGs.
Epilepsy Society’s Juliet Ashton, the first
national nurse consultant for epilepsy and part
of the development group, said: “For the last
18 months, I have been working closely with
CCGs across the country reviewing services for
people living with epilepsy and, working alongside Peri O’Connor from Epilepsy Action, we’ve
carried out rigorous testing of the Epilepsy
Commissioning Toolkit to ensure the content is
fit for purpose.”
Dr David Bateman said: “This is an excel-

lent example of how the voluntary sector and
commissioners can work together to benefit
patients. Epilepsy is a common condition but
is often difficult to treat and without the correct
care pathways can be an economic burden to
the NHS. There are many forms of information, tools and data which exist for epilepsy,
however these can be a challenge to find and
require some knowledge of what is available.
This project has pulled together information
and templates to develop best value services to
support adults and children with epilepsy.”
www.epilepsytoolkit.org.uk
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