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What is epilepsy?

Epilepsy is the most common serious neurological condition affecting 382,000 people in England, one

in every 131. Epilepsy is defined as a tendency to have recurrent seizures (sometimes called fits). A

seizure is caused by a sudden burst of excess electrical activity in the brain, causing a temporary

disruption in the normal messages passing between brain cells.

Epilepsy is not a single condition. There are about 30 different epileptic syndromes and over 38

different types of seizure and a person may have more than one type. Epilepsy can affect anyone, at

any age and from any walk of life.

Every year 990 people in England die of epilepsy related causes
1
. About 365 of those deaths are

young adults and children.
2

Of the total number of deaths about 400 per year are avoidable.
3

Introduction

During the course of this Inquiry, it has become clear that the National Health Service (NHS) is failing

people with epilepsy and that a much improved service can be delivered at the same time as making

significant cost savings.

The All Party Parliamentary Group on Epilepsy therefore calls upon the Government to

recognise the benefits of change, accept the political, administrative and ethical duty to

implement these changes, and to take positive action for the benefit of both the patient and the

taxpayer.

Government has devolved much decision making to local Primary Care Trusts. It was not the purpose

of this Inquiry to examine that policy. It does, however, sometimes give rise to a gap between stated

Government policy and actual delivery. It can also lead to a postcode lottery, abhorrent to

Government, where patients in one part of the country receive a significantly worse service than

elsewhere. Again, this will be clearly shown to exist in the case of epilepsy.

Government must take care to avoid the criticism that admirable policy developments on paper

without targets for implementation or powers to roll out the policy are seen as no more than

Government “wish-lists”, and of little use to patients facing critical service failures on the ground.

Epilepsy is not a new condition. It has always been with us. Traditionally, it has been poorly

understood. People with epilepsy have had to contend with every kind of mistreatment and social

stigma. Our knowledge of the condition has much increased in recent decades and effective treatments

have been developed yet the provision of services and access to them has never been adequate and is

clearly not adequate now.

People with epilepsy are obliged to live with fears unknown to the rest of the population. Will I be

bullied at school? Will my teachers understand my special needs? Will I be able to reach my

educational potential? Can I get a job? Will I lose my job if I have a seizure? Will I lose my driving

licence? What might happen to me when I have a seizure? Will I be robbed whilst out of control? How

will my peers react? How about boyfriends or girlfriends? Must I keep it a secret? How can the NHS

help me? Can I be cured or at least seizure-free? Does my doctor know what he or she is doing?

1
Mortality Statistics: Cause (series DH2 no 32)’ Office of National Statistics, adjusted for the population of

England
2 The National Sentinel Audit of Epilepsy Related Death, The Stationary Office, London, 2002,adjusted for the

2005 number of reported deaths
3

Ibid
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The All Party Parliamentary Group would like to thank the more than 200 MPs who showed their

support for epilepsy specialist nurses facing threats to their posts during the current difficult financial

circumstances within the NHS by signing EDM 541 and those MPs and Lords who have asked

Parliamentary Questions.

The written and oral evidence we received from patients and their families helped us to understand the

challenges of a life with this condition and, sadly, in some cases a death from this condition. The level

of avoidable deaths at about 400 each year in England alone is shocking. In addition, the numbers

experiencing seizures unnecessarily and the numbers taking anti-epileptic drugs for which they have

no need is a national scandal.

It is about time that people with epilepsy received for the first time ever a health service that meets

their needs, at least to the standard available to patients with other conditions. There is no doubt that

this has not been the case to date.

The Joint Epilepsy Council, in its recently published manifesto for epilepsy, has shown how

improvements in epilepsy care in England could realise savings estimated at around £134 million

a year, the annual cost of epilepsy misdiagnosis based on figures from the National Institute for

Clinical Excellence (NICE). In addition, around £55 million a year could be saved in England

through reduced payments of the Disability Living Allowance. Together this is more than

enough to fund the improvements being called for.

When faced with the widespread suffering and mortality directly attributable to the demonstrably poor

level of service, plans with no deadlines and no targets offer little comfort to service users. It is

important for Government to recognise its duty to take action and to introduce a step change in

progress towards reaching the worthy policies that look so good on paper. We look forward to a

Government response to this Report that does more than place responsibility firmly on the providers of

local services. Guidance notes in an environment of no targets and no sanctions will achieve little. Our

recommendations are designed to demonstrate how much can be done to improve the service, whilst

saving costs.

We commend this Report to you and give grateful thanks to the many witnesses who gave up their

time and shared their often painful experiences in order to educate us in the realities of the uncertain

world that is life with epilepsy.

During the course of our Inquiry, it has become clear that even in this world of competing health

interests, the case for improving epilepsy services is overwhelming.

A vicious circle of social stigma, secrecy and widespread medical ignorance has led to a poor

service, from which patients cannot confidently expect good treatment at primary or secondary

level.

The waste of money in delivering this inadequate service is almost as appalling as the

unnecessary deaths and damage to quality of life experienced by people with epilepsy.

We hope we have identified ways forward in some detail but further momentum for change will

have to be created. We believe that the Health Select Committee could make a vital contribution

by focussing attention on the service failures and driving progress. We call upon the Select

Committee to consider including epilepsy issues in its next programme of work.
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Recommendations

1 Existing guidelines and Government action:

1.1 Review of epilepsy action plan – p9

The APPG believes that a review of the 2003 Action Plan is necessary and calls for an urgent

assessment as to its progress towards implementation.

1.2 Early review of NICE guidelines – p10
That the Healthcare Commission conduct an early review of progress towards implementation of

the NICE guidelines on the epilepsies and considers further action if that review reveals a lack of

progress.

1.3 National Service Framework for Long-Term (Neurological) Conditions (NSF) – p11
Full implementation of the NSF is due by 2015. Progress towards success must be monitored or

risk catastrophic failure. The APPG recommends that the Department for Health also consider

the case for a stand-alone National Service Framework for Epilepsy.

2 Misdiagnosis and seizure freedom

2.1 Implementation of NICE guidelines – p13
The APPG recommends that PCTs unable to conform to NICE guidelines be required to produce

a timed and costed Action Plan to meet this standard

2.2 Urgent review of equipment and staff – p15

The shortage of appropriate equipment and trained staff to operate it is a clear pinch point in the

progress of treatment which will need to be addressed if NICE Guidelines and Government

policy are ever to be delivered. A full review is urgently required.

2.3 Funding for expanding MRI & EEG services – p15

The APPG recommends that funding be made available to PCTs to expand referral access to MRI

and EEG facilities.

2.4 Availability of surgery – p16
Surgery is the only known cure for epilepsy. All those who could benefit from surgery should

have access to it as the cost savings of a lifetime of medical support are far greater than the costs

of surgery.

2.5 Sudden Unexpected Death in Epilepsy (SUDEP) – p17
There is an urgent need to ensure improved communications of the risk of SUDEP and the

management of that risk.

There is a need for a national protocol for the investigation of SUDEP cases and for the support

of families.

Government criteria for funding and practice of bereaved services should recognise the needs of

families affected by sudden medical deaths.
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3 Workforce issues

3.1 The Quality and Outcomes Framework (QOF) – p18
The APPG recommends that the maximum number of points which GP surgeries can earn under

QOF for Epilepsy be increased from the current 15 out of a possible 1,000 and that the quality

criteria under QOF be revised so that they reflect optimal care as opposed to basic care.

The APPG recommends that a new QOF indicator be introduced which states the percentage of

women with epilepsy of child-bearing potential who have been given information and counselling

about contraception, conception and pregnancy.

The APPG recommends that a new QOF indicator be introduced which states the percentage of

adult patients who are not seizure-free in the last twelve months who have been referred to

tertiary services when circumstances require.

3.2 Neurologists and specialists – p19
The APPG believes that the Government should put in place a programme to increase the number

of:

3.2.1 adult neurologists from 455 to 781;

3.2.2 paediatric neurologists from 75 to 150;

3.2.3 learning disability specialists from 340 to 500;

3.2.4 neuro-radiologists from 110 to 160, all within five to ten years.

Progress towards filling these posts must start now given the eight years it takes to train and gain

the relevant experience to manage this complex and difficult to diagnose neurological condition.

3.3 GPs with a special interest (GPwSIs) – p19

The APPG welcomes the important contribution made by GPwSIs and urges the Government to

make their development a key policy in the way they deliver services to people with epilepsy.

The APPG recommends that a national database of GPwSIs in epilepsy be compiled and that

formal qualification for GPwSIs in epilepsy is put in place as early as possible.

GPwSIs should have a key role in performing the formal annual review of people with epilepsy,

as recommended by the NICE guidelines.

3.4 Access to tertiary services – p20
Access to tertiary centres needs to be reviewed to enable all people with epilepsy who would

benefit to have equal access. Consideration should be given to increasing the number of tertiary

care centres.

3.5 Epilepsy specialist nurses – p22
The Department of Health should develop a national plan to increase the number of ESNs from

the current 152 to 600 and, in the longer term, to 920 across all epilepsy disciplines (adult,

paediatric, learning difficulties).

3.6 Implementation of NSF – p23
The Government should commit to providing guidance to local NHS organisations to ensure

implementation of the 11 quality requirements within the National Service Framework for Long-

Term (Neurological) Conditions.

3.7 National plan of epilepsy training – p23
There is a vital need for a national plan of epilepsy training for GPs, A&E doctors, paediatricians

and other clinicians in order to increase their epilepsy knowledge base to the appropriate level
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required for them to fulfil their respective roles.

3.8 Nurses trained to ESN level – p23
The APPG recommends that the health service makes better use of the pool of nursing staff

trained to ESN level, yet not employed in that capacity.

4 Funding

4.1 Including epilepsy in national health targets – p25

That the Healthcare Commission carries out as a matter of urgency an Improvement Review into

the state of epilepsy services.

4.2 Increasing funding for epilepsy – p25
Government urgently needs to increase funding for epilepsy services by the equivalent of £340

per person with epilepsy. This investment will help to address years of under investment and will

quantifiably reduce the current costs of delivering a poor service.

5 Employment

5.1 Education for employers – p26
The APPG recommends that further efforts to educate employers and their first aid staff to build

confidence in their ability to employ people with epilepsy are required.

6 Stigma

6.1 Tackling stigma – p27

The APPG recommends that the government do more to tackle stigma amongst employers,

educational institutions and the general public by embarking on a programme of education

amongst schools and employers to dispel some of the common myths.

7 Other vulnerable groups

7.1 Individual Education Plans (IEPs) – p29
The APPG recommends that each student with epilepsy has an Individual Education Plan which

allows them to fully access learning.

7.2 Training for schools – p29
The APPG recommends that all schools receive training regarding the impact of epilepsy on

learning.

7.3 National Centre for Young People with Epilepsy (NCYPE) – p29
The APPG fully endorses the NCYPE Code of Practice for Children with Epilepsy.

7.4 Improving care for elderly people with epilepsy – p30
The APPG recommends that awareness is increased amongst clinicians of the elderly regarding

advances and developments in epilepsy.

7.5 Tackling misconceptions associated with epilepsy in minority ethnic groups – p30
The Department of Health needs to undertake research into misconceptions about epilepsy

amongst ethnic minority groups, building on the Bradford study, and to take active steps to reduce

misconceptions and improve epilepsy services for minority ethnic groups.

7.6 Risk of taking AEDs during pregnancy and interaction with the contraceptive pill – p31
All women with epilepsy should be provided with the information they need by epilepsy health

professionals about the risk of taking AEDs during pregnancy, the risk of congenital anomalies
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and potential interaction with the contraceptive pill, to meet the recommendations in the NICE

guideline.

7.7 Review of NICE guidance in relation to learning disabilities – p32
The APPG recommends that the Department of Health and the Department for Education and

Skills should take steps to deliver the NICE guidance on the treatment of people with epilepsy

with learning disabilities and issue a guidance note to epilepsy health professionals on how to

meet the NICE guidance.

7.8 Treatment for prisoners – p32
The APPG calls on the Department of Health to takes steps to ensure that the NICE guidelines on

the treatment of prisoners with epilepsy are fully implemented.

8 Residential care

8.1 Supported housing – p34
The APPG calls on the Government to bridge the gap between policy and practice by developing

guidance to local authorities to ensure resources follow the individual when moving from

residential care into supported housing.

8.2 Specialist commissioning of residential care services – p34
The APPG further calls on the Government to develop a national plan for specialist residential

care.
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1. Overview of existing guidelines and Government action

Between 1953 and 2000 there have been five Government reports concerning the provision of epilepsy

care. All drew much the same conclusions about the fragmented and poorly co-ordinated service

provision. But the provision of services for people with epilepsy in England has not substantially

improved over the years.

The Chief Medical Officer’s Annual Report of 2001

The Chief Medical Officer’s report included an overview of the scale of epilepsy in the UK and called

for a genuine commitment to put right serious and long-standing weaknesses in the standard of care.

National Sentinel Audit of Epilepsy-Related Death 2002

The National Audit of Epilepsy-Related Deaths which was published in 2002 showed that overall 39

per cent of adult deaths and 59 per cent of deaths in children were considered to have been potentially

or probably avoidable 4. In 2005 the number of epilepsy related deaths in England had increased to

about 9905, of which about 400 per year are avoidable.

Action Plan for Epilepsy 2003

As a result of the Sentinel Audit, the Department for Health published the Government Action Plan for

Epilepsy in February 2003. The plan included provisions to:

• Increase spending by £1.2 million over the next two years to improve access to neurology

services.

• Modernise pathology and post mortem services to address shortfalls in current practice, and

help to improve support and information for bereaved families of people with epilepsy;

• Introduce medicines management programmes, improving partnership between patients and

professionals in relation to medicine taking, and looking at the effective use of medicines;

• Help to develop more general practitioners with a special interest in neurology;

• Improve care and support for pregnant women with epilepsy.

The Action Plan was generally welcomed but received criticism from epilepsy groups for the lack of

targets for reducing the number of epilepsy-related deaths and for failing to propose any way of

monitoring the effectiveness of the plan.

Recommendation: The APPG believes that a review of the 2003 Action Plan is necessary and

calls for an urgent assessment as to its progress towards implementation.

NICE clinical guidelines on the epilepsies 2004

NICE published its clinical guidelines on the ‘Diagnosis and Management of the Epilepsies in Adults

and Children in Primary and Secondary Care’, in October 2004. The guidance makes

recommendations for the treatment and care provided by GPs and by specialists, the use of specialist

centres (a clinic or unit with specialist skills in epilepsy that is difficult to diagnose or treat – a tertiary

centre).

The document contained clear guidelines on diagnosis, investigation, classification and treatment of

epilepsy, as well as guidelines for women, children, young people and older people with epilepsy.

4 National Sentinel Clinical Audit of Epilepsy-related Deaths, 2002, p15.
5

Mortality Statistics: Cause (series DH2 no 32)’ Office of National Statistics, adjusted for the population of

England



10

Selected summary of the NICE guidelines:

Diagnosis: Any person who has had a possible seizure should be seen within two weeks by a

specialist medical practitioner with training and expertise in epilepsy. This specialist should make a

diagnosis, using tests such as EEG (electroencephalogram) and MRI (magnetic resonance imaging)

where appropriate. The tests should be available within four weeks of a specialist asking for them.

Treatment: Anti-epileptic drugs (AEDs) should be started under the guidance of the specialist.

Patients should be fully involved in all discussions about the benefits and risks of their treatment. After

two years without seizures patients should have the opportunity to discuss with the specialist the

benefits and risks of withdrawing or continuing AED treatment. The withdrawal of AEDs must be

managed by, or under the guidance of, the specialist.

Information: Patients should be empowered to manage their condition as well as possible, and be fully

involved with their specialist and GP as a partner in all decisions about their health care and lifestyle.

Information should be available on a range of issues such as: epilepsy as a condition; diagnosis and

treatment options; risk management; first aid; driving; employment and education.

Review: Adults with epilepsy should have a review at least once a year by their GP or specialist. If

patients continue to have seizures or side effects or need particular advice (for example women

planning a pregnancy), they should be referred to a specialist by their GP. Children should be

reviewed by a specialist at least once a year, but more often if necessary.

People with epilepsy welcomed the work of NICE. The National Audit of Epilepsy Deaths 2002 and

these NICE Guidelines represented the first serious attempt by policy makers to address the

historically low standards of care for people with epilepsy and to respond to the significant loss of life.

The NICE Guidelines on epilepsy provide a clear framework by which standards of treatment and care

for people with epilepsy can be measured

Non-implementation of the guidelines

The APPG is very concerned by the evidence of non-implementation of the NICE Guidelines, which

was presented to us in oral and written evidence time and again.

The main reasons given by witnesses for non-implementation of the Guidelines was the absence of

any plan (national, regional or local) to address poor levels of knowledge in the clinicians managing

the care of many people with epilepsy. There is also a critical shortfall in clinicians and nurses

specialising in epilepsy, nor has this treatment gap been addressed by the development of clinical

networks to make the best use of such expertise as is currently available.

Recommendation: That the Healthcare Commission conduct an early review of progress

towards implementation of the NICE guidelines on the epilepsies and considers further action if

that review reveals a lack of progress.

National Service Framework on Long-term (Neurological) Conditions 2005

The Long-term (Neurological) Conditions National Service Framework (NSF) was launched in March

2005. The NSF aims to transform the way health and social care services support people to live with

long-term neurological conditions. Key themes are:

• Independent living;

• Care planned around the needs and choices of the individual;

• Easier, timely access to services;

• Joint working across all agencies and disciplines involved
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At the heart of the NSF there are 11 quality requirements which are drawn from and mapped against

the core and developmental standards in National Standards, Local Action, and are to be fully

implemented by 2015. The NSF also explains how these quality requirements can be achieved and

how they will contribute to a number of Public Service Agreement targets.

Although the NSF was generally welcomed by people who have long-term conditions, the

Government has been criticised for the lack of funding which will delay the implementation of the

NSF. There is a 10 year implementation period for the NSF, with pace of delivery determined by local

priorities. However, the APPG is disappointed that in response to a recent Parliamentary Question, the

Minister responsible for Long-term Conditions replied:

No assessment has been made of the effectiveness of the “Long-term Conditions National Service

Framework”. There is a 10-year implementation programme for this NSF. The overall pace of

change will be according to local priorities and there are no targets.
6

This is in stark contrast to NSFs for specified conditions such as diabetes, cancer and coronary heart

disease which all have had progress reports on their implementation three to four years after their

introduction.

Recommendation: Full implementation of the NSF is due by 2015. Progress towards success

must be monitored or risk catastrophic failure. The APPG recommends that the Department

for Health also consider the case for a stand-alone National Service Framework for Epilepsy.

White Paper - Our Health, Our Care, Our Say 2006

This White Paper, launched in January 2006, aims to set out a new direction for the whole health and

social care system and confirms the vision set out in the Department of Health Green Paper,

Independence, Well-being and Choice. It aims to start a radical and sustained shift in the way in which

services are delivered, ensuring that they are more personalised and that they fit into people’s busy

lives and seeks to give people a stronger voice so that they are the major drivers of service

improvement.

The White Paper states there will be more support for people with long-term conditions, who will be

supported to manage their conditions themselves with the right help from health and social services.

GPs will issue ‘information prescriptions’ to all patients with long-term conditions. These will detail

the steps patients should take to improve their own circumstances and the support services they can

access locally. In addition, the White Paper provides for all patients with long-term conditions to be

offered integrated personal health and social care plans, as part of a wider combined health and social

care records system.

It also seeks to support people with long-term conditions by trebling investment in the Expert Patient

Programme which trains patients with long-term conditions to support themselves better, so that by

2012 100,000 people will be enrolled on the programme each year. To support a more integrated

approach with regards to social as well as health care, the White Paper seeks to develop Personal

Health and Social Care Plans and integrated social and health care records.

Conclusion

The APPG recognises the initiatives which the Department for Health has taken regarding the care of

people with epilepsy. The NICE guidelines have been seen as groundbreaking in setting the standards

6
Rosie Winterton in Answer to a Written Parliamentary Question (135909) by Nicholas Brown
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for optimal care. However, effective implementation of the Guidelines and Action Plan remains in

question.

2. The treatment gap

“It is not only the misdiagnosis of whether it is epilepsy or not, it is the misdiagnosis of the type of

epilepsy. In paediatrics particularly that is so important, because the multitude of syndromes start in

childhood and if you do not make an accurate diagnosis of the type of syndrome you can get the drug

treatment wrong and actually make it worse.”
7

Dr. Helen Cross

“If somebody is not well trained for taking a good history and dissecting out the points, they are likely

to get the diagnosis wrong.”
8

Professor John Duncan

“…that consecutive letters about the same patient coming into those practices will talk about different

sorts of epilepsy, different sorts of seizures, depending on which registrar that patient sees for their

review”
9

Dr Henry Smithson GP

“Because of my misdiagnosis I have lost chunks of my daughter growing up. Doctors should get their

heads together, listen to their patients and not dismiss us when we say we need an MRI or an EEG.”
10

Anonymous witness

Misdiagnosis, seizure freedom and its cost

Many people are wrongly diagnosed with epilepsy or have been diagnosed with the wrong type of

epilepsy. Misdiagnosis rates in England are shocking, standing at between 20 – 31 per cent. An

unknown number of people also have a missed diagnosis, where they have got epilepsy but it has been

diagnosed as something else.

Assuming a misdiagnosis figure of 23 per cent, this means that 74,000 people without the condition in

England alone have a diagnosis of epilepsy and are receiving treatment for it.

The Joint Epilepsy Council, in its recently published manifesto for epilepsy, has shown how

improvements in epilepsy care in England could realise savings estimated at around £134 million a

year, the annual cost of epilepsy misdiagnosis based on figures from NICE.
11

The medical cost alone

of the unnecessary treatment of people who do not have epilepsy and the wrong treatment of people

who have been diagnosed with the wrong kind of epilepsy in England alone is estimated to be around

£22.68million per annum.
12

This does not include the economic cost or the cost in opportunities for

people who could be in work but are not due to misdiagnosis or mistreatment. When those costs are

included, the estimated total cost of misdiagnosis in England rises to £134 million a year.

Seventy per cent of the population with epilepsy in the UK could be seizure-free with optimal

treatment. Currently this is achieved for only 52 per cent, meaning 69,000 of those experiencing

seizures in England could be seizure-free. The human cost of these failings is huge for the individuals

concerned, their families, and to society. Not only are they receiving treatment for a condition they do

not have – their true condition is not being treated.

7
Dr Helen Cross, oral evidence, medical practitioners, p12

8
Prof John Duncan, oral evidence, medical practitioners, p33

9
Dr Henry Smithson GP, oral evidence, medical practitioners, p6

10 Anonymous witness, transcripts, p7
11

The Joint Epilepsy Council, Epilepsy the Case for Investment, 2005, p2
12

The Joint Epilepsy Council, Epilepsy Prevalence, Incidence and Other statistics, August 2005
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In many submissions the APPG received, misdiagnosis was a recurrent theme which had a profound

impact on the quality of life of people with epilepsy or those who were wrongly identified as having

epilepsy.

Naomi James, who was diagnosed in 2003 with temporal lobe epilepsy said: “Not knowing what has

been wrong with me has been very distressing and has had a profoundly negative impact on my life. I

was withdrawn, frightened, confused and at times suicidal, which caused a long history of absences

disrupting both my student and working life. Since diagnosis and taking anti-epileptic medication, my

quality of life has greatly improved. I am now more confident, stable and in control, however, I am

still not seizure-free.”
13

The APPG took written evidence from one witness who wished to remain anonymous and who spent a

lot of her adult life in psychiatric care because her epilepsy had for years been diagnosed as

schizophrenia.

Commenting on her misdiagnosis, she said: “If someone had only diagnosed me correctly 27 years

ago (I am now 52), perhaps my life would have been a bit different. The devastation this has created

for me throughout my life is enormous. I have not been able to lead a normal life and in doing so my

family has suffered. They have lost me for great chunks of my life three months at a time and I have

just been pumped full of drugs none of which worked.”
14

Many people have their seizures successfully controlled with AEDs. This is the most common way

that epilepsy is treated. AEDs do not cure epilepsy. Their aim is to prevent seizures by acting in some

way to control the excitability of the brain. How they do this is not yet fully understood. Nevertheless,

for a large proportion of people, their effectiveness in treating epilepsy is beyond dispute. AEDs

should be effective for around 70 per cent of people with epilepsy. There are several different AEDs

available, some of which are more suitable for different seizure types than others.

The side effects of some AEDs should not be underestimated. The most common involve the central

nervous system (CNS), and include dizziness, problems with coordination, sleep disturbance, and

cognitive dysfunction. In addition to these quite common side effects, AEDs may have clinically

relevant side effects that involve other organ systems. Studies have also shown that major

malformations in the offspring of mothers with epilepsy can be associated with use of AEDs

during early pregnancy.
15

Given the high number of misdiagnosed epilepsy cases in England, the APPG can only conclude that

as a result tens of thousands of people are enduring these side-effects from drugs they should not be

taking in the first place.

One of the main reasons for the high level of misdiagnosis is the lack of training amongst medical

practitioners and the limited access for people with epilepsy to epilepsy specialists. Many of the

world’s leading epilepsy specialists work in the UK but very few healthcare professionals understand

epilepsy sufficiently; there are too few healthcare professionals specialising in epilepsy in both adult

and paediatric care; for many people it takes far too long to gain access to equipment used to diagnose

and treat epilepsy accurately.

Recommendation: The APPG recommends that PCTs unable to conform to NICE guidelines be

required to produce a timed and costed Action Plan to meet this standard

13
Naomi James, written evidence, service users, p3

14
Anonymous witness, transcripts p5

15 K Wide, B Winbladh, B Källén (2004), Major malformations in infants exposed to antiepileptic drugs in utero,

with emphasis on carbamazepine and valproic acid: a nation-wide, population-based register study, Acta

Paediatrica 93 (2), 174–176.
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Investigations

NICE clinical guidelines on the epilepsies state that any person who has had a possible seizure should

be seen within two weeks by a specialist medical practitioner with training and expertise in epilepsy.

This specialist should make a diagnosis, using tests such as EEG (electroencephalogram) and MRI

(magnetic resonance imaging) where appropriate. The tests should be available within four weeks of a

specialist asking for them.

The APPG recognises the under-provision of MRI and EEG scanners and staff trained to operate such

equipment in many NHS trusts. Dr Hannah Cock told the Inquiry that many of her colleagues had

reported waiting lists for EEG scans of up to several months, and for video-telemetry waits of up to 9-

12 months had been accepted as the norm for some years. She said this reflected inadequate numbers

of consultant neurophysiology staff and technicians.

There have been suggestions that referrals for EEG, video-telemetry, and MRI scans should be limited

to specialists to reduce the large number of unnecessary referrals for these limited resources. This will

reduce waiting times for those who do require scans.

The NICE guidelines on epilepsy recommend that “individuals requiring MRI should have the test

performed soon”. The Guideline Development Group subsequently considered that ‘soon’ meant being

seen within four weeks.

From a recent survey by Epilepsy Action only 26 per cent of 185 respondents who had had an

MRI scan within the last two years said that they had had the scan within four weeks.
16

This was illustrated during the inquiry by the evidence of Bernadette Howarth
17

, whose 17-year old

son Josh had his first seizure at the age of 9. He was diagnosed with partial seizures and was put on

various medications which he was either allergic to or did not work. When Josh was 11 years old it

became doubtful that he had epilepsy and further tests were necessary to establish the cause of his

seizures. However, he had to wait 18 months for video telemetry. Afterwards, the hospital told them

that they had lost the tapes.

Subsequently, Josh went for another appointment for a video telemetry test. However, there was no

bed for him and no neurophysiologist available to perform the test. When the test was eventually

done, he was finally diagnosed with generalised seizures from the right frontal lobe. He was put on a

waiting list to go to Kings College in London with a view to having surgery as the medication he was

on did not work. It was more than a year later before he was told there was only a 60 per cent chance

that surgery would work in his case. The family have not heard anything about the operation since

then.

The APPG also took evidence from Emma Steele whose parents decided that she should go

private for her EEG after being on an NHS waiting list for two years. She has just come out of

hospital having had the EEG scan done privately and is due to have another test (pre-operative),

which she will again have done privately for the same reasons
18

.

Experiences such as Joshua’s and Emma’s show that waiting times for vital MRI and EEG tests are

still far too long in many NHS Trusts.

16 Epilepsy Action, Epilepsy Services Survey, January 2007.
17

Bernadette Howarth, oral evidence service users
18

Emma Steele, oral evidence session, service users
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Recommendation: The shortage of appropriate equipment and trained staff to operate it is a

clear pinch point in the progress of treatment which will need to be addressed if NICE

Guidelines and Government policy are ever to be delivered. A full review is urgently required.

The APPG was informed by Epilepsy Action19 that a number of PCTs are using referral and funding

panels to decide which epilepsy patients can be referred to a specialist and whether surgery can be

provided. It is clearly inappropriate for these decisions to be taken out of clinical hands.

Recommendation: The APPG recommends that funding be made available to PCTs to expand

referral access to MRI and EEG facilities.

Surgery

“Many adults coming to surgery have had epilepsy since early or mid-childhood, so they have already

had epilepsy for 15 years before they come to surgery, which offers a 75 per cent to 80 per cent

chance of getting rid of their seizures. In many cases, this could have been done 10 years before.”
20

Dr Helen Cross

Surgery remains the only curative treatment for epilepsy. It is considered effective for reducing or

eliminating seizures in people with medically intractable epilepsy.

Ingrid Burns from Epilepsy Action states: “A large number of patients who could benefit from surgery

remain untreated because, due to insufficient funding, many patients are not referred for specialist

care.”
21

Surgery is only appropriate for people for whom drugs have failed, and whose seizures come from one

part of the brain – and where that part is fairly small and the individual can live without it. This

amounts to about three per cent of those who develop epilepsy. About 70 per cent of all people who

have surgery become completely seizure-free. Many more experience a reduction in frequency of

seizures.

According to Professor Duncan, Head of the Department of Clinical and Experimental Neurology at

University College London’s Institute of Neurology, there is a need for about 1,000 epilepsy

operations a year in the UK22. It has been estimated by Lhatoo et al that in 2003 around 4,500 patients

in the UK required epilepsy surgery. Each subsequent year, 450 people with newly diagnosed epilepsy

are added to this surgical pool. However, the Lhatoo study showed 211 operations carried out in six

months surveyed.23 At that rate, the backlog will never be cleared.

Surgery should be made available to all people with epilepsy for whom it is indicated. There is a clear

net saving when taking into account the alternative of expensive lifetime medication and occasional

hospitalizations, as well as the health benefit to the individual.

Patients who are successfully treated will also have better employment prospects and be less

dependent. The high initial expenditure involved in epilepsy surgery would result in long-term cost

savings.

19
Epilepsy Action, written evidence voluntary organisations

20
Dr Helen Cross, oral evidence, medical practitioners, p18

21
Ingrid Burns, Voluntary organisations oral evidence, p9

22 Prof John Duncan, oral evidence, medical practitioners
23

Lhatoo et al, A Prospective Study of the Requirement for and the Provision of Epilepsy Surgery in the United

Kingdom. Epilepsia 2003; 44 (5):673-676.
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Recommendation: Surgery is the only known cure for epilepsy. All those who could benefit

from surgery should have access to it as the cost savings of a lifetime of medical support are far

greater than the costs of surgery.

Sudden Unexpected Death in Epilepsy (SUDEP)

“…what we experienced was a total lack of awareness. There was just no knowledge, it appears, of

how serious the situation could potentially be.” Roger Scrivens, father of Becky Scrivens who died of

SUDEP
24

In recent years, there has been an increase in reported epilepsy deaths, the majority of which are

SUDEP.

It may be that the National Audit of Epilepsy Deaths which was published in 2002 has led to an

increased awareness of SUDEP, but this has not been translated into action in the majority of PCTs.

In addition, it is clear that a number of NICE guidelines which would not require significant funding to

implement are currently not put into practice. NICE guidelines recognise the importance of seizure

freedom and being aware of the dangers of night seizures and recommend that SUDEP should be part

of essential information to patients following diagnosis.

The Inquiry took evidence from service users such as the parents of Becky Scrivens
25

, who died in

2004 having never had access to a specialist. As a result, Becky was diagnosed with epilepsy at a very

late stage and never received appropriate treatment even though her type of epilepsy was known to

respond well to medication.

Furthermore the inquiry heard of Katie Hallett, who died from SUDEP aged 20 years. Her parents

said: “SUDEP was something that we were totally unaware of, we had never been told about. Katie

had heard of SUDEP, which she had stumbled across by chance because she was training to be a

children’s nurse at Bristol University, but she was never told about SUDEP as a patient and was

never told how to minimise the risks or what to avoid. We were not contacted and we still have not

been contacted to this day by the health team. We were never given any information on Epilepsy

Bereaved and it was simply through a family friend whose daughter is a severe epileptic that we were

able to contact the charity who have been very supportive to us since.”
26

The APPG also heard evidence from Epilepsy Bereaved with regards to the specialist investigation

required in cases of SUDEP. The current lack of standardisation and quality assurance in post-mortem

investigation and certification of these deaths is a key barrier to implementation of recognised

prevention strategies. We agree with Epilepsy Bereaved that an urgent re-audit of epilepsy deaths is

necessary to determine whether lessons from the previous audit have been learnt.

Epilepsy Bereaved made the point that, although it is the only SUDEP support service in the UK, in

their experience most of the referrals of bereaved families to them are from the internet and other

epilepsy organisations rather than from clinicians or coroners.

The APPG welcomes the Government’s acknowledgement of the need for improved support for the

bereaved following a sudden death and that coroners should have powers to ensure lessons are learnt

from sudden deaths, as part of its proposed coroner’s reforms.

24 Roger Scrivens, oral evidence service users, p35
25

Roger Scrivens, oral evidence service users
26

Liz Hallett, oral evidence service users, p27
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Recommendations:

There is an urgent need to ensure improved communications of the risk of SUDEP and the

management of that risk.

There is a need for a national protocol for the investigation of SUDEP cases and for the support

of families.

Government criteria for funding and practice of bereaved services should recognise the needs of

families affected by sudden medical deaths.

3. Workforce issues

Primary care

The Quality and Outcomes Framework (QOF) is part of the new General Medical Services (GMS)

contract that resources and rewards GPs for how well they care for patients rather than simply how

many they treat.

Under the QOF, practices score points for achievement against a range of indicators and are paid

according to points achieved. The more points the practice achieves the more money they earn. A GP

practice can currently get a maximum of 15 points out of a possible 1,000 for the treatment of people

with epilepsy. It is a voluntary part of the new contractual arrangements and came into effect in April

2004.

Witnesses to the Inquiry have stated that the QOF indicator performance does not necessarily correlate

with adherence to government guidelines. In addition, as Dr Henry Smithson stated in his evidence:

“We have found that the QOF for a number of conditions, including epilepsy, measures the basic, not

the best care.”
27

Whilst agreeing that the QOF has made a difference to patient care in some practices, Dr Smithson

added that: “Some of the best care for people with epilepsy cannot be measured, because it is about

information, it is about support, and it is about making correct decisions about self-management of the

condition.”
28

The Inquiry received further evidence that GPs are vital in carrying out the annual epilepsy review.

However, often the review was simply done over the telephone by a practice nurse with no experience

or training in epilepsy. We understand that some pharmacists are now saying they can do an epilepsy

medicines review in a chemist’s shop. That proposition would reduce, not improve, the standard of

annual reviews.

In addition, the Inquiry was informed of the need to introduce a new category into the QOF which

would ensure that patients would receive appropriate care and information when deciding to start a

family and during pregnancy.

The APPG also believes there is a need to include a new category in the QOF with a specific

inducement to GPs to consider referral of patients whose seizures continue. The introduction of this

category needs to be a priority because a reduction in the frequency of epileptic seizures will only be

achievable once a patient not responding well to AEDs has been referred to tertiary services.

27
Dr Henry Smithson, oral evidence, medical practitioners, p5

28
Ibid, p6
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Recommendations:

The APPG recommends that the number of maximum points which GP surgeries can earn

under QOF for Epilepsy be increased from the current 15 out of a possible 1,000 and that the

quality criteria under QOF be revised so that they reflect optimal care as opposed to basic care.

The APPG recommends that a new QOF indicator be introduced which states the percentage of

women with epilepsy of child-bearing potential who have been given information and

counselling about contraception, conception and pregnancy.

The APPG recommends that a new QOF indicator be introduced which states the percentage of

adult patients who are not seizure-free in the last 12 months who have been referred to tertiary

services when circumstances require.

Specialists

“We are way behind the rest of Europe, the western world, in terms of the number of neurologists per

head of population – we are a long, long way behind.”
29

The NICE clinical guidelines note that all adults and children with a recent-onset suspected seizure

should be seen within 2 weeks by a specialist. Generally these specialists are neurologists (adult and

paediatric), but they may also include neuropyschiatrists, learning disability specialists and

occasionally General Practitioners and other specialities.

The results of an Epilepsy Services Survey by Epilepsy Action in 2007 suggested however that only

14 per cent of people with a recent-onset suspected seizure who were referred to a specialist saw one

within two weeks.30

Access to specialist neurologists is currently too limited and there is a postcode lottery in access

to neurological services.

According to Dr Hannah Cock, Senior Lecturer and Honorary Consultant at St George’s Hospital:

“Unless patients with long-term epilepsy at general practice level are in crisis, they do not get

referred. There are a lot of people out there still getting sub-standard care who could be on better

drugs, who could have better control, who certainly need better information provision and support,

and they are just not getting it, because they only get referred when a crisis happens.”
31

In comparison with most European countries there is significant under provision of a skilled medical

workforce to provide both acute and long-term care for people with long-term neurological

conditions
32

. England has one of the lowest numbers of neurologists in Europe. Countries comparable

in population size to England such as France and Italy respectively have three times and 14 times the

number of neurologists.

The Royal College of Physicians publication “Consultant Physicians Working with Patients
33

”

estimates that “to provide comprehensive neurological care, including the care of the acutely ill

neurological patient, one whole time equivalent consultant neurologist is required for 40,000

29
Dr Hannah Cock, oral evidence medical practitioners, p31

30
Epilepsy Action, Epilepsy Services Survey, (January 2007). Epilepsy Action mailed a questionnaire to a

random sample of 1,000 members and clients and posted the survey on www.epilepsy.org.uk.
31 Dr Hannah Cock, oral evidence medical practitioners, p24
32

Workforce Issues Discussion Paper, Department of Health, Neuro Advisory Panel
33

Consultant Physicians Working with Patients, Royal College of Physicians,, January 2005



19

population.  This model demands 1,250 NHS neurologists, 175 centre-based neurologists and 78 

academic neurologists, which gives a total of approximately 1,400 nationally.”   

 

The Royal College has conceded that this target is perhaps unrealistic in the short term and goes on to 

call for a target of 909 whole time equivalent across the UK by 2012.  For England alone, this equates 

to 781 neurologists by 2012, compared to the current 436. 

 

Similar shortfalls in clinical specialists occur in Paediatric Neurology, Learning Disability (more than 

one in five people with epilepsy have a learning or intellectual disability) and Neuroradiologists. 

 

The White Paper “Our health, our care, our say”34, reinforced the view that general practitioners with 

special interests (GPwSIs), have a key role in delivering services closer to patients’ homes.  The 

APPG recognises the role these practitioners can play in the care for people with epilepsy and the vital 

link they provide between primary care and secondary care.  It is clear that these professionals, who 

are easier for the patient to access and who do not have long waiting lists, can play an important role 

specifically regarding accurate diagnoses and effective annual reviews as recommended in the NICE 

guidelines.  Also, given the shortage in the number of neurologists in England, more GPwSIs would 

have a considerable impact in taking the pressure off secondary neurological services.   

The APPG believes that GPwSIs would be more appropriate to carry out annual reviews than non-

specialist GPs, who often do not have the required specialist knowledge. However, as pointed out by 

Dr Henry Smithson in his evidence to the Inquiry, many PCTs do not necessarily have the funding to 

appoint such GPwSIs.35 

Although the Department of Health has issued guidelines, there are no formal, accredited 

qualifications for becoming a GPwSI in Epilepsy at present, nor is there currently a formal course that 

GPs can attend to become a GPwSI in Epilepsy.  It is therefore still up to individual PCTs to say 

whether a GP can call themselves a GPwSI.  

 

The APPG has been informed that a formal course is planned, which will be run by a University in the 

South East.  It is hoped that this course will be accredited by the Royal College of General 

Practitioners and the Association of British Neurologists and will become the standard training that 

has to be undertaken to become a GPwSI in Epilepsy. 

 

Recommendation: The APPG believes that the Government should put in place a programme to 

increase the number of: 

� adult neurologists from 455 to 781;  

� paediatric neurologists from 75 to 150;  

� learning disability specialists from 340 to 500;  

� neuro-radiologists from 110 to 160, all within five to 10 years.  

 

Progress towards filling these posts must start now given the eight years it takes to train and 

gain the relevant experience to manage this most complex and difficult to diagnose neurological 

condition.  

 

Recommendation: The APPG welcomes the important contribution made by GPwSIs and urges 

Government to make their development a key policy in the way they deliver services to people 

with epilepsy.   

 

Recommendation: The APPG recommends that a national database of GPwSIs in epilepsy be 

compiled and that formal qualification for GPwSIs in epilepsy is put in place as early as possible  

 

34
 “Our Health, Our Care, Our Say”, Department of Health, October 2006 

35
 See Dr Smithson oral evidence, medical practitioners, p3 
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Recommendation: GPwSIs should have a key role in performing the formal annual review of

people with epilepsy, as recommended by the NICE guidelines.

Tertiary care

Ready access to high quality, responsive primary and secondary care is crucial for those with epilepsy

and this will meet the needs of the majority of those with epilepsy. However, only 52 per cent of

people with epilepsy have their seizures successfully controlled. The 48 per cent who have seizures

that are not controlled with AEDs should be referred to tertiary care clinics.36 It is estimated that 70

per cent of people with epilepsy could be seizure-free with optimal treatment.

Tertiary referrals will usually take place in a bigger hospital or neuroscience centre where there are

neurologists who specialize in epilepsy and who have in their teams psychologists, psychiatrists,

neurosurgeons, an EEG specialist, etc.

The APPG was informed that many of those seen in tertiary care indicated that they had to battle with

their local Primary Care Trusts over a protracted period to get the referral approved. Professor John

Duncan who gave evidence to the inquiry stated: “It is evident that these individuals and their families

are commonly well-educated, assertive and articulate. We only see those who succeeded. The

concern is that there are many who are dissuaded, turned down or give up the struggle with the system

and who are then denied the opportunity for optimal advice and care.”
37

According to Professor Duncan tertiary referrals can be vital for a number of reasons such as

diagnostic uncertainty, specialised advice on drugs, surgery, epilepsy combined with other

complicated medical conditions or psychological problems, or situations where people just need

advice on difficult issues such as how to combine their condition with their employment situation.

Recommendation: Access to tertiary centres needs to be reviewed to enable all people with

epilepsy who would benefit to have equal access. Consideration should be given to increasing

the number of tertiary care centres.

Epilepsy specialist nurses

“The impact that epilepsy has on people’s lives can be huge. The more we can support children,

adults, people with learning disability and all carers who are coping with this condition, the greater

the chance of encouraging them to actively participate and contribute to society.” Vicky Rimmer,

Children’s epilepsy specialist nurse
38

“Epilepsy nurse specialists are being made redundant. That is happening, and it is such silly cost

containment because, of course, it means that then people will have to go to more expensive

professionals or more expensive services.” Dr Henry Smithson GP
39

“Epilepsy specialist nurses are absolutely vital to the running of most services countrywide…

providing education, on the spot advice, alterations in medication, monitoring, etc. Most of all they

are accessible and any reduction in numbers of specialist nurses would lead to a poorer quality of

treatment for people with epilepsy.” Jon Sutcliffe
40

36
Prof John Duncan, written evidence medical practitioners, p17
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38 Vicky Rimmer, written evidence, medical practitioners, p20
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It is clear that epilepsy specialist nurses (ESNs) are a crucial source of support and advice to patients

with epilepsy, and enable many patients to manage their epilepsy effectively and to remain

independent in the community. Epilepsy Action has calculated that in England alone, at least 60 per

cent of people with epilepsy, or 230,000 people, should have regular access to an ESN and all should

have occasional access.41

There are approximately 152 epilepsy specialist nurses in England and the epilepsy organisations have

been campaigning for this number to increase to 920 in England. Epilepsy Action also recommends

that epilepsy specialist nurses have a caseload of no more than 250 patients with active epilepsy.

Guidelines have been produced in recent years which state the importance of having epilepsy

specialist nurses. NICE epilepsy guidelines state that “epilepsy specialist nurses should be an integral

part of the network of care of individuals with epilepsy” whilst SIGN Guideline No. 70 on the

Diagnosis and management of epilepsy in adults 42states that: “All epilepsy care teams should include

an epilepsy specialist nurse”

However, a number of witnesses to the inquiry gave evidence which suggests that many ESNs across

the UK are currently threatened with redundancy, reduced hours or assignment to non-specialist

duties.

There is no dispute regarding the efficacy of ESNs. ESNs save the NHS money by:

• releasing consultants’ time,

• reducing accident and emergency admissions,

• enhancing patients’ adherence to anti-epileptic treatment, and

• reducing the use of hospital beds.

Clear evidence displays high levels of patient satisfaction, reduced psychosocial trauma, less time off

work, less medical input and fewer readmissions. In addition, ESNs enable people with epilepsy to

better self-manage their condition and therefore reduce waiting times to see a neurologist.

However, from our evidence it became clear that access to ESNs is still patchy. The Hallett family

told the APPG that “Doctor X recommended that maybe Katie should see a nurse in the first instance

and that was in 2001. She never saw anybody or received an appointment at that time. Doctor Y then

recommended she should see an ESN again in 2005 and that appointment came through mid-January

2006, a few days after Katie passed away”
43

.

In her evidence to the inquiry, Jane Hanna, from Epilepsy Bereaved44, also made the point that ESNs

play an essential role in raising awareness of SUDEP.

Despite the already chronic shortage of ESNs across Britain, patients and epilepsy organisations are

currently forced to defend the status quo, rather than seeking an expansion of the excellent service

provided by ESNs. The APPG is concerned that local NHS organisations facing severe financial

pressures are making short-term cuts which will seriously impact upon the quality of life for those

with epilepsy.

Sapphire Nurses

Seventy two of the current ESN posts within the UK were pump prime funded through Epilepsy

Action with agreements with the NHS trust concerned that these posts (Sapphire Nurses) would

continue once the pump prime funding had expired. Through the scheme, Epilepsy Action provides

41
Epilepsy Action, written evidence, voluntary organisations, p13

42 SIGN Guideline No. 70 on the Diagnosis and management of epilepsy in adults, NICE, April 2003
43
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44
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£30,000 - £55,000 of financial support to NHS trusts for them to employ an epilepsy specialist nurse.

Since the scheme was set up in 1995, there has been over £2.5 million invested creating 83 nurse

posts within the NHS. Seven NHS trusts have not honoured their agreement to continue funding

the posts once the pump priming funding ceased. This is likely to have an effect on the future of

this valuable funding provided to the NHS by charities.

Evidence from the International League Against Epilepsy, UK Chapter, suggests that as a result of

recent Government NHS reforms such as Payment By Result (PBR), some local PCTs have been

reported to be barring consultant to consultant referrals which will have a negative impact on the

number of referrals from secondary care to tertiary level care and may even stop direct handover

referrals from paediatric to adult neurology services45

Government’s involvement

The Department of Health has repeatedly acknowledged the vital contribution that specialist

nurses make to the treatment and care of patients with epilepsy. Minister for Care Services, Ivan

Lewis MP, recently stated in a Written Answer that “specialist epilepsy nurses provide an

additional clinical resource and have spearheaded the development of nurse led and fast access

clinics, monitoring treatment regimes and seizure control, support and information on aspects of

medication and side effects and lifestyle precautions.”
46

However, Government also makes it clear that decisions which affect ESN services are made by

the local NHS trusts and it cannot intervene. However, the APPG believes that it should do more

to prevent local health trusts from seeing ESNs as ‘soft targets’ when seeking to balance budgets.

We very much welcome the recent dialogue between Ivan Lewis MP, as the Minister responsible

for long-term conditions, and voluntary organisations on the issue of specialist nursing. We look

forward to the draft guidance on specialist nurses which his Department will be publishing early in

2008 and the conference at which it will be launched.

Dr Ruby Schwartz, Consultant Paediatrician at the Royal Middlesex Hospital, summarises the

APPG’s view that: “ESNs provide continuity within the clinic setting. It is ironic that when the

Government wants services to be led by nurses and GPs, the one group of nurses whose value has

been shown to be effective, are under threat. Without specialist epilepsy services patients will get

a poor deal.”
47

ESNs and specialist nurses which deal with other neurological conditions ought to be an integral

part of the Government’s strategy to provide more care in the community, including enabling and

facilitating self-management of patients’ conditions, as well as being vital to delivering the Quality

Requirements of the National Service Framework for Long-term (Neurological) Conditions

(NSF).

The NSF aims to transform the way in which health and social care services support people who

live with long-term neurological conditions. In addition, Government needs to take urgent steps to

ensure that the commitment in NICE Clinical Guidance 20 (see above) is fully implemented across

all NHS trusts so that the current cuts in specialist epilepsy nursing teams do not result in any

more of a postcode lottery than already exists for the 382,000 people in England with epilepsy.

Recommendation: The Department of Health should develop a national plan to increase the

number of ESNs from the current 152 to 600 and, in the longer term, 920 across all epilepsy

disciplines (adult, paediatric, learning difficulties).

45 International League Against Epilepsy, written evidence, p 2
46
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Recommendation: The Government should commit to providing guidance to local NHS

organisations to ensure implementation of the 11 quality requirements within the National

Service Framework for Long-term (Neurological) Conditions.

Training

According to the Department of Health Workforce Issues Discussion paper of 2006, there is a shortage

of medical care staff with training and expertise in epilepsy and many patients travel long distances to

regional neuroscience centres for tests and treatment. As a result, acutely ill neurology patients are

often not under the care of a neurologist and either have to wait for a long time for expert advice or

may not receive this at all.

The Association of British Neurologists (ABN) states that neurologically trained nurses and GPs with

special interests should play an increasing role in the interface between the different levels of patient

care. The National Statement of Good Practice recommends that epilepsy care staff should have a

recognised qualification in epilepsy.

A survey by the Neurological Alliance in 2000 recommended that GPs needed training about

neurological conditions and to be kept up to date with developments in diagnosis, treatment and

rehabilitation. A survey of geriatricians, carried out by Epilepsy Action in 2005
48

, found that 84 per

cent of geriatricians that see between one and 20 patients aged 60 and over with epilepsy each month,

have never been on an epilepsy-related course.

The APPG received evidence that despite a number of good epilepsy courses available, nurses are

often not getting the funding from their trusts to pay for the courses. According to Epilepsy Action, a

further 770 ESNs are needed in England. There are approximately 250 - 300 nurses who have

undertaken sufficient training in epilepsy and which could be classed as ESNs but are currently not

working in that role due to a shortage of posts.

In addition, there are on average about 70 nurses per year who train to be a professional epilepsy

nurse. In five years time there may therefore be a total of approximately 600 - 650 nurses trained to be

ESNs. Whilst this is still short of the necessary 770 ESNs needed, this is a positive development.

However, in reality it will be impossible to create that many posts in five years because of a lack of

interest from PCTs in funding this type of post.

Recommendation: There is a vital need for a national plan of epilepsy training for GPs, A&E

doctors, paediatricians, care of the elderly physicians and other clinicians in order to increase

their epilepsy knowledge base to the appropriate level required for them to fulfil their respective

roles.

Recommendation: The APPG recommends that the health service makes better use of the pool

of nursing staff trained to ESN level, yet not employed in that capacity.

4. Funding

“Numerous reports and guidelines have made excellent recommendations about how the lives of

people with epilepsy could be improved through better health care. However, a blatant lack of

funding means that these recommendations have not been implemented, leading to people with

epilepsy, firstly, not having access to health care staff with training and expertise in epilepsy;

48
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secondly, waiting for a long time to even see a neurologist; and thirdly, waiting for referrals for tests

such as CT and MRI scans for an unacceptable length of time.”
49 Ingrid Burns, Epilepsy Action

“I had to fight tooth and nail to keep my role going when the funding ran out last time.”
50

Vicky

Rimmer, Children’s ESN

“Because funding for epilepsy is at such a low level, extra investment can make a big difference. You

could see a considerable added value and hopefully quite a dramatic falling off of these deaths if an

investment was made.”
51 Jane Hannah, Epilepsy Bereaved

The APPG believes that a significant reason for the serious gaps in service provision for people with

epilepsy is lack of funding. Despite similar numbers of people being affected, funding for epilepsy is

very low in comparison with that for other conditions that impact on similar numbers such as insulin-

dependent diabetes. There needs to be an urgent rethink on funding to address the gap in service

provision.

The Chief Medical Officer (CMO) confirmed that epilepsy care and services have suffered from a

historic neglect and lack of investment compared with other long-term conditions in his 2001 report.

The report stated that “services for people with epilepsy fall short of what might be expected in

modern chronic disease management.” 52 The APPG has received no evidence during its Inquiry that

suggests significant improvement from the state of epilepsy services as described by the CMO in

2001.

The lack of funding for epilepsy services has serious consequences on a number of areas which are

crucial in the treatment of epilepsy, such as workforce numbers, access to training, the provision of

essential equipment, and the other resources required to implement NICE Guidance and Government

policy.

In November 2004, expert clinical epileptologists and representatives of the epilepsy voluntary sector

(the Consensus Group) met to review various survey findings characterising the current state of

epilepsy care and to compare them against standards outlined in the NICE guideline on epilepsy.

The expert consensus was that “the experts welcome the NICE guideline on epilepsy, as well as

earlier initiatives such as the Department of Health action plan on epilepsy and the new GMS

(GP) Contract; however without appropriate levels of Government funding implementation

remains a major concern.”
53

The APPG acknowledges that many of the above concerns have been highlighted by the Government

as areas which need to be addressed. As epilepsy organisations are keen to point out: “Primary Care

Trusts (PCTs) often seem powerless, or unwilling, to implement improvements”
54

.

In 2004 Epilepsy Action surveyed 160 PCTs, of which only 26 per cent indicated that it was likely that

epilepsy would be included in their Local Delivery Plan for 2005-8 (although a further 46 per cent

suggested it was possible), compared with the 19 per cent that include it currently. In 75 per cent of
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cases, reasons given for non-inclusion were that ‘national targets take priority’ and that ‘national

targets leave insufficient funding’55.

Recommendation: That the Healthcare Commission carries out as a matter of urgency an

Improvement Review into the state of epilepsy services

The APPG mirrors the conclusions of the Consensus Group which stated that to put in place the

necessary resources to enable health trusts and GP surgeries to implement the NICE guidelines: “It

will require serious investment – as much as £150 million per year, equivalent to only £340 per

person with epilepsy. We want the government to commit to this investment. Investment now

will help address years of under investment, as money spent on increasing numbers of qualified

health care professionals, diagnostic equipment and improving education will reduce the costs of

misdiagnosis, both direct and indirect costs, not to mention improve the lives of people with

epilepsy.” However, this funding has not been made available.

Making surgery for epilepsy available for more people would benefit the individual person and society

as a whole. Patients who are successfully treated require fewer medical services and AEDs56. They

will also have better employment prospects and be less dependent57. The initial expenditure involved

in epilepsy surgery would result in long-term cost savings.

The APPG would conclude by saying that it has been widely recognised that NICE guidelines and

Government policy have not been fully implemented, mainly due to funding difficulties. Health

Trusts and GPs have found it difficult to put in place the necessary resources to implement the

recommendations. These excellent quality requirements lack the support of specified funding to put

them in place.

Recommendation: Government urgently needs to increase funding for epilepsy services by the

equivalent of £340 per person with epilepsy. This investment will help to address years of under

investment and will quantifiably reduce the current costs of delivering a poor service.

5. Employment

“I suffer more with my epilepsy when out of work because if I had a job, I would be concentrating on

the job, rather than the epilepsy.” Terry Stevens
58

“On a more common basis, many large superstores are very reluctant to accept people with epilepsy.

Sufferers will only be accepted after extensive reassurances about the control of their condition.”

Fred Savill, Gravesend Epilepsy Network
59

The rate of unemployment continues to be disproportionately high for people with epilepsy.

According to Epilepsy Action, underemployment also contributes very significantly to the economic

burden of epilepsy. For many people with epilepsy, employment is a major quality of life issue, with

significant impacts on their financial status and psychological wellbeing.
60
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The Disability Discrimination Act (DDA) applies to epilepsy. Employers must therefore not

discriminate unfairly in job advertisements, interviews or when offering a job. Once in employment,

the DDA also covers duties and opportunities for training and promotion.

A recent Epilepsy Action survey
61

found that 14 per cent of respondents were unemployed but actively

looking for work, significantly higher than the overall International Labour Organisation

unemployment rate of 8.8 per cent for disabled people. It also revealed that 47 per cent of respondents

felt they had been discriminated against when applying for employment. In addition, 30 per cent of

respondents did not feel that the Disability Discrimination Act had helped them to find and keep a

suitable job. A further investigation found that 32 per cent of respondents to an online survey believed

that they had been discriminated against by their employer because of their epilepsy within the last

two and a half years.

Furthermore, the APPG was informed of a study by A Jacoby et al in 200462 which found that epilepsy

ranked as second in a range of conditions which would cause people the greatest concern if they had to

work with someone so affected.

Some of these figures have been explained by the fact that a lot of employers and their employees still

seem to fear the consequences of someone having a seizure at work, even though many people with

epilepsy are completely seizure-free on medication, while others have their seizures well controlled.

The APPG was told of one particular story which illustrates the need for better information being

supplied to employers:

“Another group member whose husband has epilepsy is a disability employment adviser…and she

states that a client with epilepsy is one of the most difficult of conditions to place…Case one was a

third year law student who had the meningitis vaccination and started having seizures a few hours

afterwards. She was diagnosed with epilepsy, but doctors found it difficult to control her seizures, and

the university would not let her return to complete her studies. The DEA officer tried to place her in

many solicitors’ offices, but all refused to take her. After 18 months trying, yet another solicitor was

approached but said that he could not accept someone that could be “writhing around on the floor”,

he would not know what to do. When the officer asked what he would do if someone had a heart

attack he replied simply, “I would call an ambulance.” So the DEA officer replied, “You’ve answered

your own question.” So on the basis of that, this young lady was accepted by the solicitors and she

has worked for them for the past four years now without any problems. But again, it is overcoming

the original stigma.”
63

The APPG believes that employers could take a number of sensible steps, such as allowing an

employee time to recover after seizures; allowing an employee to start and finish later if seizures occur

a short time after waking; allowing an employee to work regular hours rather than shifts if seizures are

aggravated by disrupted sleep patters; and ensuring that all first aid staff have a basic knowledge of

epilepsy.

Recommendation: The group recommends that further efforts to educate employers and their

first aid staff to build confidence in their ability to employ people with epilepsy are required.

The APPG welcomes the recently-published explanatory booklets produced by Epilepsy Action and

commends them to Government for circulation to employers or to be used as a basis for their own

guidance to employers.
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6. Stigma

“Whilst he had a seizure he had his wallet stolen. Nobody had stopped it happening, and when Paul

questioned a crowd around him when he did come round and said, “Why didn’t you?” somebody

replied that, “We didn’t want to get involved because we didn’t want to catch anything.” Lynn Savill,

Gravesend Epilepsy Network
64

“As a general practitioner with a significant interest in the condition for 10 or 15 years, I still find that

some people with epilepsy have trouble telling me a lot about the impact of that condition in my

consulting room, and these are people I know well. There is a barrier to discussing the condition, and

there is still that stigma around the condition
65

, Dr Henry Smithson

Although social attitudes towards people with epilepsy have gradually improved in the developed

world over the last decade, there are still a number of persistent misconceptions and social stigma

attached to the condition. Many people who have the condition are reluctant to reveal this. The APPG

received evidence that there is an established correlation between the level of stigma experienced and

problems such as anxiety, depression, self esteem and life satisfaction. Relatively few well-known

personalities have declared that they have epilepsy. Epilepsy has remained a hidden condition and has

not received much attention, despite its prevalence.

Epilepsy groups around the UK have made concerted efforts to tackle some of these misconceptions

and to raise awareness about epilepsy. These efforts have focussed on raising awareness of the

condition with people who have epilepsy, parents and in the school environment, particularly in the

classroom and with regards to school activities.

Involving patients in their own care and encouraging them to make informed decisions about their

treatment is one of the most important steps in tackling epilepsy-related stigma. In other words

helping people to manage their condition better is likely to improve control of seizures which will

have a knock-on positive effect and make epilepsy – and the stigma attached to it – less of a problem.

The APPG agrees that: “education of the public and employers is crucial to reducing the stigma

attached to epilepsy. We feel there is an urgent need to get more into schools to educate the young

people. This is so that they can grow up to adulthood with a basic knowledge of the condition, and to

hopefully improve the attitudes in the longer term. We have found that children with epilepsy have

experienced persecution from both peers and teachers.”
66

Recommendation: The APPG recommends that the government do more to tackle stigma

amongst employers, educational institutions and the general public by embarking on a

programme of education amongst schools and employers to dispel some of the common myths.
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7. Vulnerable groups

Young people

“I think we must reiterate the fact that it is the multi-disciplinary working where all the professionals

come together that actually make the education of youngsters with epilepsy and associated

neurological disorders effective. We need speech and language input, we need physio input, and we

need a holistic programme that reflects needs and provides beyond the school day.”
67

Nick Byford,

NCYPE

“In one instance, my own son’s experience, he was placed in a room alone to take his GCSE

examination because the teacher thought he could be too distracting if he had a seizure during the

open examination. He was left in a side room unsupervised for the whole duration of the examination,

and when the teacher returned to collect his paper at the end found him slumped against the radiator

after having a seizure, with major burns to his face. That is the sort of problems that we are

experiencing.”
68

Lynn Savill, Gravesend Epilepsy Network

“When I went to school it was actually not recognised as being epilepsy, it was just me basically

staring into space and the teachers never sort of picked up on it, they just used to comment, or I got

bullied at school by other kids who said, “Oh, she’s staring at me. Why?”
69

Emma Steele

One in 242 young people in the UK aged under 18 years of age have epilepsy. The APPG is

concerned that many children and young people who have epilepsy are currently prevented from

having an education that is suitable and appropriate for them.

According the National Centre for Young People with Epilepsy (NCYPE), around two-thirds of

children and young people with epilepsy who attend mainstream schools are believed to underachieve

academically in relation to their intellectual level.

In its oral evidence to the Inquiry, the NCYPE stated that: “The neglect of childhood epilepsy has been

particularly due to a lack of understanding of the major importance of other impairments which are

secondary to the seizure disorder. Thus epilepsy has been categorised as a medical disorder, which it

is, but therefore not as an educational disorder, which it also clearly is.”

Around 7,500 young people can suffer serious regression in their learning as well as having other

difficulties70. For children and young people with epilepsy, gaining an education particularly in a non-

specialised school, can be an additional challenge to overcome.

In addition, there is a lack of appropriate staff training. The APPG sees enormous benefit in

increasing the level of awareness of epilepsy which will aid staff in dealing with the learning,

behavioural and health impacts on the child or young person’s education. The Inquiry shares the

sentiment of one of the witnesses, Bernadette Howarth, who in answer to our question as to whether

the school should have coped better in dealing with her son’s condition, stated that it was all down to

“education, education, education.”
71

“Quite a lot of the children who we see at St. Piers have actually been excluded from school because

of their behaviour, because there just was not the understanding…the behaviour problems had been
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taken at face value, there was no understanding of what was causing them.  So, yes, we certainly feel 

that a programme for teachers would be very helpful.”
72

 

The DfES should take seriously its commitments embedded in the Removing Barriers to Achievement: 

The Government’s Strategy for Special Educational Needs (2004), which seeks to ensure that all 

teachers should expect to teach children with special education needs, as well as Every Child Matters 

which outlines the Government’s work towards improving the achievements and well-being of 

children in England and Wales.  One way of doing so is by ensuring that all teachers and teaching 

assistants are trained to deal with the learning, behavioural and health impacts on the child or young 

person’s education.   

 

The APPG wishes to commend the efforts of St Piers schools, part of the NCYPE, in dedicating itself 

to educating and supporting the needs of children with epilepsy. 

 

Recommendation: The APPG recommends that each student with epilepsy has an Individual 

Education Plan which allows them to fully access learning. 

 

Recommendation: The APPG recommends that all schools receive training regarding the impact 

of epilepsy on learning.   

 

Recommendation: The APPG fully endorses the NCYPE Code of Practice for Children with 

Epilepsy.   

Elderly 

Whilst epilepsy is diagnosed more commonly in those over 60 years of age than any other age group, 

diagnosis of epilepsy in the elderly is often harder than in the general population and the consequences 

may be more marked.  

 

The APPG is alarmed by the figures which suggest that a lot of elderly people do not appear to find 

their way to specialists.  Hannah Cock, Senior Lecturer and Honorary Consultant at St George’s 

Hospital states:  “We are certainly not seeing the expected number of new epilepsy cases in our 

clinics, although we know they are out there.73 

Following the evidence received by the APPG it would seem that the reasons for this are complex, but 

include:  

� that elderly patients are more likely to be admitted after presentation to A&E with collapse 

and are usually under the care of geriatric or general physicians, and are not being referred to a 

neurologist;  

� GPs often “don’t think” of referral to neurologist, more likely to refer to care of elderly team 

given additional/complex comorbidities;  

� unconscious perception that specialist care is less important than “holistic” approach for 

elderly with complex needs (and that neurologists/epileptologists won’t provide this); 

� lack of awareness amongst care of the elderly physicians about current issues in epilepsy care 

and thus lack of perceived advantage in specialist referral, e.g. that newer AEDs may be better 

tolerated;  

� issues relating to bone-health in epilepsy, thus lack of perceived advantage from specialist 

referral;  

� many care of the elderly physicians are routinely seeing epilepsy patients (new and follow up) 

in their clinics, without neurology/epilepsy specialist input, and were unaware of published 

information and support available for epilepsy patients.  

 

72
 David Ford, NCYPE, oral evidence voluntary organisations p 20 

73
 Dr Hannah Cock, written evidence, medical practitioners, p12 



30

The APPG was told of studies which also suggest that elderly patients are also more likely to be on

older (and often inappropriate, with more side effects and drug interactions) AEDs. 74

Thus even assuming correct diagnoses (although the error rate is likely to be considerable), patients

seen in care of the elderly clinics without epilepsy specialist input were often not receiving optimal

medical treatment, support or information. Evidence shows that elderly patients with epilepsy are

referred significantly less often to epilepsy specialists.

Recommendation: the APPG recommends that awareness is increased amongst clinicians of the

elderly regarding advances and developments in epilepsy.

Minority ethnic groups

The APPG was provided with evidence which showed that there are still many myths and

misconceptions about epilepsy among some minority ethnic groups and that access to adequate advice

and information about epilepsy for these groups remains limited.

Research has highlighted a high degree of stigma associated with epilepsy within the South Asian

communities, lack of appropriate advice and language and communication barriers, all of which lead

to a high degree of under-reporting.

The APPG was provided with the example of an epidemiological study on the health care needs of

people with epilepsy that was carried out in Bradford in 200075. This study identified underreporting

of epilepsy amongst the South Asian population in Bradford (prevalence figures reported at 3.6/1000

compared to 7.8/1000 in the rest of the population). It was believed that the underreporting could be

due to cultural and religious beliefs about epilepsy as well as barriers to health services and lack of

appropriate advice and information.

Other work76 77 78 following the Bradford study confirmed that there are many misconceptions about

epilepsy within minority ethnic groups. People with epilepsy are receiving inadequate support and

understanding from friends and families. The perceived need to keep the condition secret also means

that people are less likely to seek necessary medical help.

Recommendation: The Department of Health needs to undertake research into misconceptions

about epilepsy amongst ethnic minority groups, building on the Bradford study, and take active

steps to reduce misconceptions and improve services for minority ethnic groups.

Women

There are approximately 194,000 women with epilepsy in the UK, of which an estimated 110,000 are

of child bearing age (12-50 years). Epilepsy in women requires careful management, with full

consideration given to the potential implications of epilepsy and its treatment on reproductive health

and quality of life.

In women of child bearing age, there are several issues that increase the complexity of managing the

condition, such as the potential effect of taking anti-epileptic drugs (AEDs) in pregnancy on foetal and

child development, the increased potential of contraceptive failure and interaction when hormone-
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based contraceptives are prescribed with certain AEDs and the potential effect of seizures increasing

in some women during pregnancy and other issues.

Women in the general population have a one to two per cent chance of having a baby with a

Major Congenital Malformation (MCM). Women with epilepsy, who do not take AEDs, have a

three and a half per cent chance of having a baby with a MCM. Women who take AEDs have a

four per cent chance of having a baby with a MCM.
79

One witness, Leoni McDonagh, said: “My husband and I would like to have children, but as an

epileptic pregnancy becomes even more complicated than it is for other ladies, one also worries

whether it would be safe for me to be left alone with a baby.”
80

A large proportion of women with epilepsy are not receiving vital information to enable them to

make important decisions about pregnancy and contraception. The consequences of this are

that more children than necessary are being born with malformations caused by anti-epileptic

drugs, and that women are having unwanted pregnancies due to failed contraception.

Epilepsy Action gave the example of one its members who had said: “Unfortunately, three years ago I

was on Keppra and Epilim. I got pregnant and was advised to terminate the pregnancy, as I was on

lots of medication and they were worried about the effects on the unborn child.”
81

Recommendation: All women with epilepsy should be provided with the information they need

by epilepsy health professionals about the risk of taking AEDs during pregnancy, the risk of

congenital anomalies and potential interaction with the contraceptive pill, to meet the

recommendations in the NICE guideline.

Learning disabilities

Evidence suggests there is quite a strong relationship between difficult-to-control epilepsy and

learning disabilities. According to Professor Duncan, around 15 per cent of people with epilepsy have

a learning disability, whilst around 30 per cent of people with learning disabilities have epilepsy. The

more severe the learning disability, the more likely you are to have epilepsy. People with learning

disabilities who have epilepsy have extensive needs and the APPG has been informed that often they

are not very well served.
82

NICE guidelines on epilepsy include very specific statements that people with learning disabilities

should receive the same support and care for their epilepsy as the general population, which should be

undertaken by an epilepsy specialist, within a multidisciplinary learning disability team.

However, studies show that the mean proportion of people with epilepsy with learning disabilities who

achieved seizure-control was between 22 per cent and 32.8 per cent, which is significantly below the

proportion of the general population with epilepsy. The author of the study, Markus Reuber says:

“The poor outcome in terms of seizure-control, the lack of access to the epilepsy specialist service, and

the apparent underutilisation of investigations indicate that there are grounds for serious concern

about this community model of medical epilepsy care for people with learning disabilities.”
83
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Following oral evidence presented by Dr. Hannah Cock, the APPG was made aware that often only

selected patients with learning disabilities have contact with the epilepsy group, the majority with

epilepsy being cared for exclusively by learning disability psychiatrists.

Other than where a specific epilepsy clinic/service (within learning disability services) has been

established, the benefits of a dedicated epilepsy service (information provision; links to other

support/training; better diagnostic accuracy; appropriate treatment informed by up to date evidence)

are not necessarily available to patients with learning disabilities.

Dr Cock specified: “There is a kind of low expectation or sub-conscious feeling that they do not need

more specialist input; whereas actually they are the epilepsy clinical group that if anything need even

more specialist input than the middle class, educated person who has had a couple of fits, who

actually is quite able to get a lot of the information they need themselves, pointed in the right

direction, whereas the vulnerable groups are not and do not get referred.”
84

Recommendation: The APPG recommends that the Department of Health and the Department

for Education and Skills should take steps to deliver the NICE guidance on the treatment of

people with epilepsy with learning disabilities and issue a guidance note to epilepsy health

professionals on how to meet the NICE guidance.

Prisoners

NICE guidelines stipulate that healthcare for prisoners should meet the standards developed for the

general population. However, the APPG was informed that in a recent audit of healthcare provision

for UK prisoners with suspected epilepsy
85

, there were significant differences between the healthcare

services and access to information offered to prisoners and the recommendations in these guidelines.

A person who has had a first seizure should be seen within two weeks by a specialist in the

management of the epilepsies86. In a recent audit of healthcare provision for UK prisoners with

suspected epilepsy, 62 per cent of diagnoses had not been made by epilepsy specialists. Of those

prisoners considered to have epilepsy by prison primary healthcare services, the diagnosis of epilepsy

was confirmed in only 58 per cent. In addition, 53.8 per cent of those prisoners diagnosed as having

epilepsy had not had a medical review in the past 12 months; 63.2 per cent required a change in their

antiepileptic drugs (AEDs), whilst none of the prisoners with epilepsy had received adequate

information concerning their condition.

The APPG deplores the significant discrepancies between the quality and range of services offered to

prisoners and the NICE guidelines. Government is invited to recognise that better care will result in

financial savings, given the extreme rate of misdiagnosis in prison, as well as improving the potential

for the successful re-integration into society of the prisoners affected.

Recommendation: The APPG calls on the Department of Health to takes steps to ensure that the

NICE guidelines on the treatment of prisoners with epilepsy are fully implemented.
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8. Residential care

“Epilepsy is clearly a medical condition, but it has many, many psychosocial effects. Local

authorities will say, “We fund social care; we don’t fund health care.” We say however that you can’t

separate out the two; we have to look after the whole person.”
87

Karen Lane, National Society for

Epilepsy

“Local authorities are not wanting to spend money out of county in a specialist provision, it is

becoming more and more difficult for parents to actually persuade local authorities that that is the

way their child needs to go and certainly the National Centre is having difficulty.” Mrs Parks, mother

of Molly Parks who is currently waiting for a long-term residential place at Canterbury Oast Trust in

Kent 88

In the course of its Inquiry, the APPG has been presented with two important issues relating to

residential care for people with epilepsy. Firstly, practice-based commissioning and specialist

residential care placements, secondly ordinary residence and the obstacles to moving from residential

care.

The APPG agrees with the evidence provided by the National Society for Epilepsy (NSE) that, given

the complexities around the diagnosis and treatment of epilepsy, it is not necessarily reasonable to

expect GPs to be able to commission and purchase the specialist residential and nursing care services

which those patients with complex epilepsy need. In addition, it is unlikely that such services will

exist locally.

Pressures on local authority and health authority budgets also make the funding of specialist

residential care difficult, with local authorities continually querying increases in fees. Below inflation

fee increases are regularly offered which would fail to meet the cost of providing the care that is

needed for the safety of the service users. In some cases the local authorities have even demanded a

reduction in fees, despite the fact there has been no change in the care needs of the service user, and

have threatened to remove the service user to an alternative, less specialist care setting.

A particular telling example was provided by the NSE: “one authority recently removed a service user

with complex epilepsy from the NSE to an alternative non-specialist care provider, even though they

acknowledged that the care that would be provided was less than optimal. This was in response to a

request for an increase in fees to meet an increase in need following an assessment by that local

authority’s own social worker. The local authority determined that the fees we asked for were

excessive, and the service user was moved to a non-specialist nursing home, causing him to live apart

from a female service user with whom he had formed a long-term relationship.”
89

Often the only sanction that the service provider has is to threaten and eventually implement the

cancelling of the contract with the local authority, leading to the eviction of the service user.

Bureaucratic rules can impede the move to more independent accommodation. The rules of ordinary

residence state that a person remains ordinarily resident in the area of a placing authority while they

remain in residential care even if the home in which they are placed is out of county and they remain

there for a lengthy period. On moving out of residential care, they become ordinarily resident in, and

hence the financial responsibility of, the area into which they move. This creates significant

difficulties for people moving out of residential care, especially if they have been placed out of county

into a specialist residential setting or nursing care setting, and wish to move to supported housing in

that area. This is a situation the NSE is faced with.

87 Karen Lane, National Society for Epilepsy, oral evidence, voluntary organisations, p31
88

Mrs Sue Parks, oral evidence, service users, p 38
89

NSE, oral evidence voluntary organisations, p26
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The APPG recognises that, whilst this may not necessarily be an under funding issue, it is an issue of

bureaucratic obstacles preventing the efficient use of resources, preventing people with epilepsy and

other younger disabled people making the choices that Government policy suggests is their right, such

as enabling people to live independently and self manage their condition.

The APPG has set out two specific recommendations below which, rather than requiring additional

resources, at worst would be cost neutral. There is even the potential of quite significant savings to the

public purse enabling the money that is saved to be diverted into other much needed services.

Recommendation: The APPG calls on the Government to bridge the gap between policy and

practice by developing guidance to local authorities to ensure resources follow the individual

when moving from residential care into supported housing.

Recommendation: The APPG further calls on the Government to develop a National Plan for

specialist residential care.
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Epilepsy affects nearly 400,000 people in England and can be a
disabling condition. This critically important report highlights how far
away some parts of the health service are from providing the type of
services that people with epilepsy have every right to expect in 2009.

It is nearly seven years since the ground breaking National Sentinel
Clinical Audit of Epilepsy-Related Death was published, which highlighted
how poor care and management of epilepsy has led to over 400
unnecessary deaths in England each year. In response, the
government launched its Epilepsy Action Plan in 2003, closely followed
by the NICE epilepsies guidelines in 2004.

Despite these plans and guidelines, this report exposes that epilepsy
services still fall far short of the standards needed to help address
avoidable deaths, misdiagnosis (estimated to cost the NHS £22m a
year) and unnecessary seizures. These issues were highlighted by the
All Party Parliamentary Group (APG) on Epilepsy in their 2007
report ‘Wasted Money,Wasted Lives’. An estimated 2,000 lives have
been needlessly lost since the government’s Action Plan was launched.

Today’s report has revealed a concerning lack of epilepsy specialists,
waiting lists that often exceed the recommended two week
guidelines, and shows that too few patients have access to a care plan
to define and support their needs. The majority of trusts still lack a
basic understanding of epilepsy, making it impossible to design
adequate services for patients. Epilepsy Action is now calling for the
government to show leadership and recognise the importance of
urgently driving improvement in these services.

We have been much encouraged by the commitments made by Ann
Keen MP, the Parliamentary Under Secretary of State at the
Department of Health, at a meeting with the APG on Epilepsy in
October 2008. She acknowledged the need for improved epilepsy
services was critical and undertook to find a way of giving a lead to
raising the profile of epilepsy and the importance of implementing
guidelines within primary care trusts.

It is time for change for people with epilepsy. It is time that NICE
guidance was fully implemented.

Baroness Ford of Cunninghame
President, Epilepsy Action08KP0199

November 2008

foreword

Baroness Ford of
Cunninghame, President of 
Epilepsy Action



Epilepsy affects over 382,000 in England
and is the most common serious
neurological condition.1 It affects people of
all ages and from all walks of life. One in
every 131 people in England has epilepsy
including 48,000 children under the age 
of 18. There are currently 69,000 people
with epilepsy experiencing recurrent
seizures due to poor management and
treatment of their epilepsy.2

Epilepsy is defined as a tendency to have recurrent seizures caused
by a sudden burst of excess electrical activity in the brain. This
causes temporary disruption in the normal messages passing between
brain cells. Epilepsy is not a single condition; it is currently thought
that there are over 30 different epileptic syndromes and 38 different
types of seizure, and an individual may have more than one type1.

In recent years, there have been a number of reports, including the
All Party Parliamentary Group on Epilepsy Report ‘Wasted money,
wasted lives’ and the National Sentinel Clinical Audit of Epilepsy-
Related Death. They have repeatedly highlighted the urgent need for
better epilepsy service provision in England.

More recently, the National Institute for Health and Clinical Excellence
(NICE) launched a commissioning guide for the accurate diagnosis of
the epilepsies in adults (October 2008). This followed on from the 2004
NICE guidance on the diagnosis, treatment and management of epilepsy
in children, young people, adults and older people. Despite this, concerns
remain about the quality and suitability of epilepsy care in England.

This study, carried out by Epilepsy Action and sponsored by UCB
Pharma Ltd, set out to understand more about the current state of
local provision for people with epilepsy in England. The aim was to
understand whether the care guidelines set by NICE have led to any
improvements in provision and/or delivery of services. All primary

4
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care trusts (PCTs) and acute trusts (ATs) in England were surveyed
to assess current service provision. Alongside this, Epilepsy Action
received 260 responses to their survey of people living with epilepsy
to understand their own personal experiences of the health service
over the last couple of years.

This report shows that the key clinical priorities for providing an
effective epilepsy service, as highlighted in the 2008 NICE
commissioning guide, are unlikely to be available in many PCTs and
ATs. This is mainly due to key shortfalls in the availability of epilepsy
specialist clinicians and epilepsy specialist nurses. The survey also
highlighted that average waiting times across PCTs and ATs are well
over the two weeks specified by the 2004 NICE guidelines, leading to
delays in diagnosis and treatment.

In addition, the low level of information available within PCTs and
ATs indicates that provision of epilepsy services is still not a high
priority. In particular, a significant proportion of PCTs and ATs did
not hold basic data on prevalence and population, particularly in
relation to children. This makes it extremely difficult to build a true
picture of national service provision, and raises an important
question. What information are trusts using to plan and commission
their epilepsy services? 

It is clear that most trusts still fall far short of the recommendations
made by NICE. This is possibly because the Department of Health
does not appear to be treating it as a priority. If standards of care do
not meet the levels recommended in the NICE guidelines, people
with epilepsy will continue to have a poorer quality of life through
misdiagnosis and unnecessary seizures and face a greater risk of dying.

1The Joint Epilepsy Council, Epilepsy Prevalence, Incidence and Other statistics, August 2005.
2All Party Parliamentary Group on Epilepsy “Wasted money, wasted lives” London, June 2007.
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Headline findings
• Despite NICE guidelines that all people with suspected epilepsy should be seen by 

an epilepsy specialist, half of ATs (49 per cent) do not employ one.
• Despite NICE guidelines stating that all people with suspected epilepsy should be 

seen urgently (within two weeks), most trusts (more than 90 per cent) have waiting
lists of longer than this.

• Despite NICE guidelines stating epilepsy specialist nurses (ESNs) should be an 
integral part of the medical team providing care to people with epilepsy, well over 
half of ATs (60 per cent) and PCTs (64 per cent) do not have one.



To address the shortfalls in service
provision for people with epilepsy in
England, Epilepsy Action calls on the
government and policy makers to take a
lead in driving improvements in epilepsy
service provision and to:

1. Appoint a National Clinical Director for epilepsy to review 
service provision in England and lead change.

2. Define in the NHS constitution a patient right to health care to 
the standards outlined in NICE clinical guidelines.

3. Ensure local commissioners carry out a formal review of their 
implementation of the NICE epilepsy guidelines and develop plans
to ensure these are met.

4. Ensure that NHS workforce planning focuses on the recruitment 
and training of sufficient epilepsy specialist consultants and 
epilepsy specialist nurses to allow PCTs and ATs to deliver the 
NICE guidelines.

5. Ensure that PCTs build a clearer picture of the epilepsy 
population in their area, especially the under 18s, and factor this 
into their review.

6. Commit to ensuring that all patients with suspected epilepsy see 
an epilepsy specialist consultant within two weeks.

7. Ensure all ATs have adequate diagnostic equipment in line with 
the patient population they serve.

8. Ensure all patients receive an annual review of their epilepsy.

9. Ensure transition services for children moving in to adult epilepsy
services are in place and effective.

10. Ensure all patients with epilepsy who want a comprehensive care 
plan have one.

6
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Although I started having seizures 
around four and a half years ago,
it took two years after this for 
doctors to diagnose my epilepsy.
I wasn't put forward for any tests 
in the first 18 months of my having 
seizures and I only had an MRI scan 
a few months ago. At one point, my 
husband and I were so disappointed 
with the services I'd received that we
discussed going private. However, my
consultant at the time then wrote 
a letter, notifying me I was 
being referred to a 
different consultant.
I now have a good 
consultant and an 
epilepsy 
specialist 
nurse.

Anonymous,
patient with epilepsy



Only half (51 per cent) of ATs confirmed
they have a consultant neurologist with a
special interest in epilepsy and 24 per cent
did not even have a consultant neurologist.

Figure 1: Consultant staff in ATs

Current NICE guidelines for the treatment of epilepsy state that all
individuals with a recent first suspected seizure should be seen
urgently by a specialist. An epilepsy specialist is defined by NICE as a
medical practitioner with training and expertise in the epilepsies3.
The survey results show that this aim is far from the reality.

From Epilepsy Action’s survey less than a third (30 per cent) of patients
who were diagnosed with epilepsy within the last two years, reported
seeing an epilepsy specialist after their first suspected seizure.

Only 12 per cent of PCTs employ a GP with a Special Interest
(GPwSI) in epilepsy – defined as a practising GP who, in addition to
their generalist role, provides specialist services to meet the needs of
patients with epilepsy in primary and secondary care organisations.

a question of expertise
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The Department of Health acknowledged the vital contribution that
specialist nurses make to the treatment and care of patients with
epilepsy in their recent good practice guide to the development of
the multidisciplinary team and the value of the specialist nurse4.

Despite this, only the minority of ATs employed a specialist epilepsy
nurse for either adults (40 per cent) or children (28 per cent). This
low number is also reflected in the low percentage (36 per cent) of
PCTs which employ a specialist nurse. The number of patients in the
Epilepsy Action survey who reported that they have been referred to
a specialist nurse for support is only 40 per cent.

Figure 2: Epilepsy specialist nurses in PCTs

Collectively, these figures suggest that epilepsy services in England
are failing to meet the standards of care set out by NICE. This lack
of epilepsy specialists contributes to misdiagnosis rates of 21-30 per
cent and the wrong treatment for the wrong kind of epilepsy, which
is estimated to have cost the NHS over £22 million a year5. In
addition to the financial implications, this results in prolonged
difficulties for people with epilepsy and their carers.

3National Institute for Health and Clinical Excellence (NICE) Clinical Guideline CG20:The epilepsies: the diagnosis and
management of the epilepsies in adults and children in primary and secondary care, London, 2004.
4Long Term Neurological Conditions:A good practice guide to the development of the multidisciplinary team and the
value of the specialist nurse. National Workforce Projects. May 2007.
5NICE Clinical Guideline CG20:The epilepsies: the diagnosis and management of the epilepsies in adults and children in
primary and secondary care, London, 2004.
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Epilepsy comprises a complex and varied range of
conditions. Those with epilepsy need high quality clinical
care delivered by specialist clinicians and nurses who have 
a thorough understanding of the condition, its many
manifestations and the impact it has on people’s lives.
It is essential that a robust, comprehensive and 
effective network of NHS care for epilepsy patients 
is implemented across the whole country.

Professor John Duncan 
Professor of Neurology, UCL Institute of Neurology
Medical Director, National Society for Epilepsy

I work at two hospitals –
one with an epilepsy
specialist nurse, one
without. The difference 
in the quality of 
patient care is
spectacular.

Dr Jane Thompson,
Associate Specialist in
Neurology and Epilepsy,
Frimley Park Hospital
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A third (32 per cent) of ATs do not run
epilepsy clinics

Low numbers of specialists with a particular interest in epilepsy
seems to be contributing to the low levels of available epilepsy clinics
thus reducing access to optimal care. The survey found that a third
(32 per cent) of ATs do not run epilepsy clinics, which provide
patients with an essential support network of education, therapy and
condition management.

Everywhere I go as an Accredited Volunteer, and everyone I
speak to has the same problem – basically the shortage of
neurologists and epilepsy specialists. People are saying they
can’t get to their neurologist and, that their GP doesn’t
specialise in epilepsy, and they don’t have access to an
epilepsy nurse.
Roy Carey, Accredited Volunteer, Epilepsy Action

On the basis of these findings we
therefore recommend that the
government and trusts do the following:

Ensure that NHS workforce planning focuses on the
recruitment and training of sufficient epilepsy specialist
consultants and epilepsy specialist nurses to allow PCTs and
ATs to deliver the NICE guidelines.

Ensure all patients receive an annual review of their epilepsy.
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in the waiting line
Nearly all people with suspected epilepsy
have to wait more than the guideline two
weeks for an appointment. In some cases
this can mean a wait of between 17 and
24 weeks.

The current NICE clinical guidelines for epilepsy recommend that 
“all individuals with a recent onset suspected seizure should be seen
urgently by a specialist”6 and that, for NICE, urgent equates to
within two weeks. Despite this, over 90 per cent of ATs and PCTs
reported waiting times longer than the guidelines. Of the 86 patients
in the Epilepsy Action survey who were diagnosed with epilepsy in
the last two years, only 18 percent had their first appointment within
two weeks.

Figure 3:Waiting times for epilepsy specialist consultants in
ATs and PCTs

6NICE Clinical Guideline CG20:The epilepsies: the diagnosis and management of the epilepsies in adults and children in
primary and secondary care, London, 2004
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Long wait times mean delayed treatment and a wasted
opportunity to help patients quickly gain control of their
epilepsy. Uncontrolled epilepsy can have a devastating
impact on the quality of life of people with epilepsy.
Every seizure brings the risk of injury and even death 
and early treatment means that risk, worry and seizures 
can be reduced.

Dr Jonathan Bird, Consultant Neuropsychiatrist and Clinical
Electroencephalographer, The Burden Centre, Frenchay Hospital Bristol

The impact of these delays is then made worse by the fact that many
patients have to wait more than the guideline four weeks for
diagnostic imaging or electroencephalography (EEGs). The results
from the survey demonstrate that over a third of patients who
require an MRI (magnetic resonance imaging) and/or an EEG have to
wait five weeks or more. These waiting-times are mirrored by the
Epilepsy Action survey, which found that a half (51 per cent) of
patients diagnosed in the last two years who had an MRI scan waited
more than four weeks and a further half (50 per cent) of people
reported a waiting-time for an EEG of over four weeks.

The survey found that only 41 per cent of ATs had access to
ambulatory EEGs.

I would expect all acute
hospital trusts to have
access to EEG
investigations including
ambulatory EEG 
(and videotelemetry)
as an essential 
part of 
investigating 
people with 
seizures.

Professor Pam Crawford,
Consultant Neurologist,
York Hospital
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Becky became a victim of sudden unexpected death in epilepsy
(SUDEP) on a wet spring morning in May 2004, exactly three months
short of her 12th birthday.

She had her first ever seizure in September 2001. She was promptly
seen by a registrar at the local hospital but, despite all the clues (so
obvious in hindsight) we were sent on our way with a “nothing to worry
about, it’s probably migraine, we can’t do anything more unless the
seizures become regular and frequent” message.

After a further two years of sporadic night time fits, those words of
comfort converted to concern when seizures appeared during the first
weeks of January, February and March 2004. We pushed for a referral to
a paediatrician who did think that Becky might be suffering from
epileptic seizures in addition to migraine. He arranged for her to
undergo EEG and MRI scans. But seizure control medication was “out of
the question for a child of this age” (we have subsequently found this
statement to be totally unfounded) and no mention was made of SUDEP.

She died three days before we were due to visit the hospital to discuss
the MRI results. Three days after her death we heard about “sudden
unexpected death in epilepsy” for the first time. Even then it was in the
form of a passing reference from the Coroner’s Office. Then some web
searching uncovered the Epilepsy Bereaved site and our first viewing of
the acronym SUDEP... and the horror associated with it.

Sandie and Roger Scrivens, parents of Becky, who died from sudden unexpected death in
epilepsy (SUDEP) in May 2004.
http://www.sudep.org/in_mem_002.asp

Collectively these tests are key to making an accurate diagnosis. This
is vital because some types of epilepsy respond well to specific anti-
epileptic drugs, and treatment should always be tailored to the
individual. Also, the sooner that a correct diagnosis of epilepsy is
made, the sooner tailored therapy can be initiated. Delays through
insufficient diagnostic equipment cause distress and impact negatively
on the everyday lives of patients.

On the basis of these findings we
therefore recommend that all trusts do
the following:

Commit to ensuring that all patients with suspected epilepsy
see an epilepsy specialist consultant within two weeks.

Ensure all ATs have adequate diagnostic equipment in line
with the patient population they serve.
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Care plans and transition services are not
routine for people with epilepsy. Only a
low number of ATs and PCTs currently
use care plans for epilepsy patients.

A patient care plan is an important tool in the overall long-term
management of people with epilepsy. A care plan can help improve
communication between different groups involved in the care of
people with epilepsy, both in the hospital and in the community. This
in turn helps to integrate care and empower the patient to improve
their own circumstances and access local support services.

A care plan can help to improve epilepsy services – it is
designed to be shared, it is easily accessible and
straightforward to use. It is a step towards effective patient
involvement and, I feel, helps to improve communications.
It is always useful when a patient brings a care plan to 
clinic appointments, as an up-to-date health record is
immediately available.

Lesley North, epilepsy specialist nurse, Royal Preston Hospital

Despite the publication of important government guidance in the last
four years recommending care plans – the Long-term (Neurological)
Conditions National Service Framework (NSF) in 2005 and “Our health,
our care, our say” in 2006 – and their inclusion as a key recommendation
in the NICE guidelines, very few PCTs and ATs  were able to provide
any information about their use. This finding was mirrored by the
Epilepsy Action survey which showed that only 13 per cent of the
respondents had a care plan.

7 Of the 105 responses only 20 (19 per cent) PCTs provided an answer to the question of whether care plans were in
place for people with epilepsy and of the 92 returned questionnaires from ATs only 54 (59 per cent) were able to

provide some information on this, with some trusts only providing a figure for adults and some only for children.

08KP0199
November 2008

care plan provision:
who cares?
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I’ve never been offered a review to discuss my epilepsy or
the medication I’m taking to control it. I also don’t currently 
have a written care plan. I feel let down by this. Just because
my epilepsy is controlled doesn’t mean I can just forget
about it . I want to be in a position where I know about 
my condition and know that the medication I’m 
receiving is the best for my circumstances.
Stephen Lythgoe, Matlock

NICE guidelines recommend that:“Multidisciplinary services provided
jointly by adult and paediatric specialists have a key role in the care
of the young person with epilepsy. They can facilitate the transition
from paediatric to adult services and aid in the dissemination of
information.” However the survey found that transition services are
not properly mapped out, leading to poor services for young adults
as they move out of paediatric care into adult care. Only 36 per cent
of ATs and 33 per cent of PCTs had transition services for children
already in place. The lack of transition services, together with the
lack of paediatric specialist nurses and lack of data regarding
children’s epilepsy services paint a poor picture of care for children
with epilepsy.

Currently the structure of adult services in the UK 
hinders the development of transition services,
meaning the care of adolescents and young adults with
epilepsy may be compromised.

Professor Helen Cross, Consultant in Paediatric Neurology,
Great Ormond Street Hospital

On the basis of these findings we
therefore recommend that all trusts
commit to the following:

Ensure transition services for children moving in to adult
epilepsy services are in place and effective.

Ensure all patients with epilepsy who want a comprehensive
care plan have one.



17
08KP0199
November 2008

filling the information void
Many PCTs do not collect or hold basic
population data for people with epilepsy

There is limited information collated at a local level on the
prevalence of epilepsy amongst adults and children in England. PCTs
were asked to provide figures for the number of adults (age 18 and
over), and the number of children, with epilepsy. Despite epilepsy
being one of the conditions included in the Quality and Outcomes
Framework (QOF), not all PCTs answered these basic questions.

Most PCTs (64 per cent) provided data for the adult epilepsy
population (generally as reported for the QOF).

Only 18 per cent of PCTs knew how many children had epilepsy in
their catchment area. This was frequently explained as due to the
fact it is not a requirement of the QOF to collate data on children
with epilepsy.

The lack of data about the number of children with epilepsy raises a
fundamental question. How do PCTs plan adequate levels of service
for children with epilepsy when a proper understanding of
prevalence is not available?

On the basis of these findings we
therefore recommend that all trusts
commit to the following:

Ensure local commissioners undertake a formal review of
their implementation of the NICE epilepsy guidelines and
develop plans to ensure these are met.

Ensure that PCTs build a clearer picture of the epilepsy
population in their area, especially the under 18s, and factor
this into their review.
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The results of the study revealed a worrying variation in service
provision, data collection, evaluation and quality of care in England.
Planning epilepsy provision will be extremely difficult due to the lack
of basic information. If trusts do not collect or hold basic data on the
prevalence of epilepsy within their population, it is difficult to see
how can they plan and commission appropriate epilepsy services.

It is readily apparent that many of the recommendations set out by
NICE are still not being met, particularly access to specialists in epilepsy
(consultants and/or specialist nurses), waiting times for a first appointment
and diagnostic tests, the lack of care plans and transition services.

Taken together, the facts from the surveys paint a picture of poor
service provision. Epilepsy appears to be a forgotten condition,
where patients are falling through the cracks in the system. The
surveys of PCTs and ATs highlighted a disturbingly low level of
knowledge about the epilepsy services they are currently providing
and should be providing.

This study concludes that most trusts in England still fall far short of
some of the key recommendations made by NICE in 2004 and
subsequently reinforced in the 2008 epilepsy commissioning guide.

This shortfall in service provision has a profound impact on the quality
of life of people with epilepsy and requires immediate attention.
Epilepsy Action is therefore calling on the government and
policy makers to take a lead in driving improvements in
epilepsy service provision.

conclusion
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Acute trust and primary care 
trust survey
This report represents an overview of the key findings from our
survey of all acute trusts and primary care trusts in England.The final
response rate to the questionnaires was strong for both ATs (92/170;
54 per cent) and PCTs (105/152; 69 per cent), but there was
considerable variation in the response rate for each question. The
full report of the survey, including responses to every individual
question, can be accessed at www.epilepsy.org.uk/timeforchange.

Epilepsy Action patient survey
An additional survey was developed by Epilepsy Action for people
with epilepsy located in the UK to provide the patient’s perspective
on the trust responses. A total of 260 responses to the patient
questionnaire were collected and the full results are available at
www.epilepsy.org.uk/timeforchange. It must be noted however that
70 per cent of the respondents experienced seizures, which is not in
accordance with the expected prevalence in the epilepsy population,
where up to 50-70 per cent of people with epilepsy are expected to
be seizure free. We therefore accept that the responses could be
skewed to those with more severe problems.

appendix: methodology

Copyright Epilepsy Action 200908KP0199
November 2008 Front cover image courtesy of www.istockphoto.com/williammpark
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Epilepsy Action aims to improve the
quality of life and promote the
interests of people living with epilepsy.

Our work includes:
• providing information to anyone with an interest in epilepsy
• improving the understanding of epilepsy in schools and raising 

educational standards
• working to give people with epilepsy a fair chance of finding and 

keeping a job
• raising standards of care through contact with doctors, nurses,

social workers, government and other organisations
• promoting equality of access to quality care

Epilepsy Action has a network of local branches in most parts of the
UK. Each branch offers support to local people and raises money to
help ensure our work can continue.

Join us...
You can help us in our vital work by becoming a member.All
members receive our magazine Epilepsy Today, free cover under our
unique personal accident insurance scheme and access to our
services and conferences.

Getting more information

Call our Epilepsy Helpline:
freephone 0808 800 5050 text 07797 805 390
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Greater Manchester  

Neurological Alliance 

Stronger together 
 

Greater Manchester Neurological  

Alliance  unites charities working  

to improve the quality of life for  

people in Greater Manchester  

with a neurological condition. 

 

GMNA  
 

Objective:The relief and support of persons in 

Greater Manchester who have a neurological 

condition – and of their carers. 

 

Neurological conditions: Any condition,  

disability or injury which affects the nervous 

system ie the brain and associated nerves 

 

Aims: To be a representative and credible 

channel of communication between commis-

sioners, providers and users; 

To encourage users and carers to make their 

views known. 

 

History: Founded in 1998 from neurological 

charities working in Greater Manchester; 

registered as a charity in 2003; affiliated to the 

national Neurological Alliance; awarded a Big 

Lottery Grant in 2004; secured a 3-year Service 

Level Agreement April 2008 from Salford PCT 

on behalf of the Greater Manchester Neurosci-

ence Network Board. 

 

The Task in Greater Manchester: 
 

• 1/20 of UK population  

• 500,000 people with a neurological condi-

tion 

• 1 million plus family members/carers 

• 1 Neurosciences Centre at Salford Royal 

• 4 Intermediate Rehabilitation Units 

• 10 Primary Care Trusts 

• 10 Local Authorities 

• 13 District Hospitals 

Supported by the Neurosciences Network 

of the  Association of Greater Manchester 

Primary Care Trusts 

Registered Charity No. 1098127 



with 
Health & Social Care Workers 

 
GMNA aims to work with colleagues in Health 

& Social Care to improve services for people 

with neurological conditions.  
 

The launch in March 2005 of the NSF for 

Long-term Neurological Conditions meant that 

for the first time there were nationally agreed 

service requirements.  We have been working 

with statutory partners in Bolton, Bury,  

Manchester, Oldham and Salford to promote 

and facilitate their implementation.   
 

GMNA has  representation on NSF Steering 

Groups in most areas and on the Greater  

Manchester Neurosciences Network Board.  

We also have  links with the Neurosciences 

Centre at Salford Royal and plan to enhance 

these.  Users and carers views have been fed 

back in all areas.  This work is now being  

actively extended into Rochdale, Stockport, 

Tameside, Trafford and Wigan.   
 

Please attend our meetings, read our news-

letter ‘Neuro Voices’ and visit our website. 

with 
Users and Carers 

 
GMNA aims to give people with neuro-

logical conditions, injuries and disabilities a 

clearer voice in the services which affect their 

quality of life.  

 

Since 2005 GMNA has worked with users 

and carers in Bolton, Bury, Manchester,  

Oldham and Salford to encourage their  

involvement, to gather their comments, ideas 

and concerns and  to bring these to the  

attention of those who plan and provide  

services for people with neurological  

conditions and injuries. 

 

From 2008 to 2011 we will maintain these 

links and also extend our work to Rochdale, 

Stockport, Tameside, Trafford and Wigan. 

 

It is all about communicating your views and 

needs.  You can do this in a variety of ways: 

telephone, letter, fax, e-mail, attending meet-

ings and completing our questionnaire. 

 

We are here to help you make it happen. 

GMNA — Developing the Neuro Network across Greater Manchester 
  totototo 

Improve the quality and accessibility of neurological services 
Promote the implementation of the National Service Framework  

Maintain and extend effective communication  

 

Would you like to be involved? 
 

Would you like to hear more? 

 

If ‘yes’, please contact: 

 

Yvonne Trace  

GMNA Co-ordinator 
 

Tel: 0161 742 7485 

Email:  

yvonne.trace@gmneuro.org.uk 

or info@gmneuro.org.uk 
 

www.gmneuro.org.uk 

 
Our website has up-to-date information 

including diary of events and 

downloadable documents. 

 
If you require information in another  

format for example: large print, braille, 

tape, CD or alternative language please let 

us know. 
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EXECUTIVE SUMMARY  

 

1. Background  

• The project was commissioned by the MS Research (Charitable) Trust and jointly funded with 

South Bank University.  

• The purpose of the project was to review and describe the UK MS Specialist  

• Nurse's role and to identify evidence of Specialist Nurses' contribution to MS care from a variety of 

perspectives.  

• An estimated 85,000 people in the United Kingdom (UK) have multiple sclerosis (MS), with a 

further 2,500 being diagnosed each year. It is the most common cause of acquired disability in 

young adults and is characterised by variation and uncertainty. Managing uncertainty is 

acknowledged to present major challenges in living with chronic illness (Cohen, 1993).  

• The needs of people with MS are often left un-met by current NHS services (Robinson and Hunter 

1998, Nodder et aI2000).  

• The need for knowledgeable "link-workers", in most cases Specialist Nurses has frequently been 

identified in the literature (British Society of Rehabilitation  

• Medicine 1993) but few in-depth studies of specific UK Specialist Nurse groups are available. 

These roles need careful evaluation (Humphris 1994, 1999).  

• In the literature, stress is placed on the importance of patient information, the need for patient 

advocates and knowledgeable link workers, who are easily accessible, quick to respond and in some 

cases make home visits. It is suggested that from the patient's point of view, the MS Specialist 

Nurse is well placed to take on this role (Kirker and Young 1995, Wahlquist 1984, Winters et 

a11989).  

 

2. Project outline and aims  

The two clear elements of the project consisted of:  

 

• A national survey (postal questionnaire) of all MS Specialist Nurses, or nurses spending the larger 

proportion of their time specifically on MS care.  

 

Aim: To make the role of UK MS Specialist Nurses explicit and suggest recommendations for 

the development, support and educational requirement of these posts through an exploration of 

nurses' perceptions of the current role.  

 

• A multiple methods, developmental case-study based around the service of a newly appointed MS  

Specialist Nurse in West Berkshire.  

 

Aim: To develop and demonstrate the effectiveness of an MS Nursing Service, based on the 

needs of the local MS population and other associated stakeholders, using a variety of 

methods.  



3. Methods  

 

3.1 UK National Survey  

The objectives of the survey were:  

 

• To explore the professional profiles of MS Specialist Nurses in the UK.  

• To identify how MS Specialist Nurses are employed and managed.  

• To investigate the educational backgrounds and needs of MS Specialist Nurses.  

• To determine what support systems are available/needed by MS Specialist Nurses.  

• To identify how MS Specialist Nurses work with others and what contribution they make to the 

care of people with MS.  

• To determine what MS Specialist Nurses say about the clinical effectiveness and job satisfaction of 

such roles.  

 

3.2 Developmental case study  

The main elements of the case study were:  

 

• Twenty-four semi-structured interviews with two sets of 12 people with MS, spanning the four 

disease phases outlined by the MS Society Standards of Healthcare, exploring their experiences and 

perceptions of service need before and after the availability of a local MS Specialist Nurse. A 

number of carers also participated.  

• Nine semi-structured interviews and attendance at a Primary Care Group Clinical Forum (involving 

22 participants) to consult associated professional "stakeholders". The Forum included General 

Practitioners (GPs), district nurses, a pharmacist, a neurologist, a consultant in neuro-rehabilitation 

and the MS Specialist Nurse.  

• Development and auditing of two structure, process, outcome style Standards, based on priorities 

agreed by the local "stakeholder" Steering Group related to (i) diagnosis and (ii) the education of 

formal (paid) carers.  

• A comparative, retrospective review of MS hospital admissions through analysis of medical 

records.  

• A reflective diary maintained by the MS Specialist Nurse.  

• A detailed two week diary of MS Specialist Nurse activity.  

• A period of service development, using an action research approach involving the researcher and 

the MS Specialist Nurse, influenced by perceptions of need identified from the data and ratified by 

the Steering Group.  

• Active involvement in project planning and prioritisation by the local "stakeholders" Steering 

Group.  

 



3.3 Data Analysis  

• Qualitative and quantitative data analysis techniques were used for the national survey and the case 

study depending on the different methods used.  

• Statistical data were analysed using the Minitab statistical package.  
 

3.4 Ethics  

• Ethics committee approval was obtained from the University for the survey and from the Local 

Health Authority for the case study. The project was regulated by the Data Protection Act and 

registered with the University data protection officer.  
 

4. Findings: UK National survey  

• The response rate was 61.4%. In the main, MS Specialist Nurses in this sample were very 

experienced nurses (mean length of time since qualification was 13.5 years), with an expressed 

commitment to empowering people with MS and their families to regain a feeling of control in 

living with the disease. Interventions were summarised as addressing five main patient problems:  

o getting care or accessing services,  

o finding information,  

o the need for psychological care, support and counselling,  

o symptom management,  

o problems associated with a general lack of awareness of MS.  
 

• In positive terms:  

o MS Specialist Nurses provided support from the time of diagnosis and throughout the illness 

trajectory.  

o They formed a direct two-way link between the community and neurologists/the acute care 

team.  

o MS Specialist Nurses helped ward staff co-ordinate complex hospital discharges.  

o They often supported patients in their management of beta interferon treatment.  

o They were actively involved in local educational initiatives, seeing teaching as one of the most 

important aspects of their role.  

o The opportunity to practise more holistically as a nurse was highly valued.  
 

• However the role was identified as:  

o very complex, isolating and exhausting, with no boundaries and with a significant risk of "burn 

out".  

o often having unrealistic caseloads, and lack of support, specifically Clinical Supervision.  

o In addition there were considerable discrepancies in the grading of some MS Specialist Nurse 

posts.  

• Although generally satisfied with the effectiveness of nursing care possible in the role, and with the 

job itself, MS Specialist Nurses were aware of improvements to the way in which such roles are set 

up which could make it less frustrating and more sustainable for newcomers to the speciality.  



5. Findings: Developmental case study  

 

5.1 Patient interviews  

• The respondents displayed similar characteristics in terms of gender ratio, age  

• range and age at onset of symptoms to the "typical" profile of people with MS (Robinson et al 

2000) 

• The majority of the respondents had received their diagnosis from local neurologists 

• The diagnosis, the time leading up to and following it, were for most a very difficult time, arousing 

strong emotions, including fear, anger, shock/devastation, abandonment/isolation and occasionally 

relief.  This was the case in three patients who had suspected they were suffering from a brain 

tumour rather than MS 

• Possible explanations for some of these findings include:  

 

o that differing patient and professional perspectives co-exist (Robinson, 1990),  

o that there was frustration on the part of patients with the knowledge base of professionals,  

o that the timing for patients taking in information was not always right, that there was sometimes 

not enough contact with other people with similar MS problems around the time of diagnosis,  

o that more holistic support was not available to address non-medical issues.  

 

• Those who had had contact with the MS Nursing Service at or around the time of diagnosis, had 

found it to be very helpful in terms of both support and information given 

• Comparative data suggested the concept of "abandonment by the healthcare system" which was a 

prominent feature before the establishment of an MS Specialist Nurse, was mitigated following her 

appointment 

• Further comparative data implied there was a growing awareness, contact with and access to the 

MS Specialist Nurse describing her as:  

•  

o an ongoing source of support and information for people and their carers at subsequent phases 

of the disease and not just at diagnosis,  

o an emotional resource for spouses or partners and other family members,  

o adviser to and educator of non-specialists such as GPs, hospital and community nurses and 

home care assistants,  

o a "lynchpin" and link with other professionals, who was well placed to act as an overall service 

co-ordinator,  

o requiring a team to assist her to manage the increasing demands of her role.  

 

• GPs and hospital doctors featured as sources of help throughout the disease trajectory, although 

mixed experiences were reported.  

• The key role of specialist physiotherapists in treatment was emphasised.  



• Occupational therapists were said to be "very helpful" and supported daily living activities by 

advising on and arranging equipment and home adaptations.  

• Social Service departments were described as key to "the wellbeing of MS patients" by providing 

home care and mobility assistance inside and outside the home.  

• The availability of disabled friendly transport and easy access to public places was viewed as 

currently restricted but an essential source of help.  

• Education for people with MS, the general public and their lay carers was viewed as very important.  

• The role played by spouses or partners both at the time of diagnosis and later in terms of continued 

care and support, in some cases over many years, could not be overestimated.  

• More general support for family carers was seen to be required.  

• Easier access for patients to specialist treatment (e.g. beta interferon) and care was said to be 

needed.  

 

5.2 Stakeholder interviews  

Consultations with stakeholders in the local management of MS and in the MS Specialist Nurse's 

service were very positive about the potential to make a difference in MS care. Perspectives focused 

mainly on:  

• Patterns of care for people with MS e.g.:  

o quality of contact between organisations;  

o communication and liaison between professions;  

o economic and financial difficulties;  

o organisational change;  

o psychological problems and the vulnerability of professionals, in terms of their own lack of 

knowledge and skills working with some people with chronic illness;  

o appropriate supervision, support and education of professionals;  

o the ways in which MS Specialist Nurses augmented care,  

o problems with the delivery of health and social services.  

 

• The employment of an MS Specialist Nurse was said to increase the emphasis on holistic care and 

chronic disease management.  

• The MS Specialist Nurse was seen as an expert in palliative care.  

• The MS Specialist Nurse was seen as the natural "key worker" (e.g. in relations with Primary Care 

Groups/Trusts).  

• The MS Specialist Nurse was seen to be in a position to cascade information about MS to 

professionals, carers and families of people with MS.  

• Stakeholders gave key service recommendations on ways forward in developing MS care and 

supporting the delivery of MS nursing services.  

 



5.3 Development and audit of two local standards  

The Steering Group decided on two priority standards that should be formally audited from a variety of 

perspectives.  

 

• Audit of standard of management at and after diagnosis:  

 

Three sets of evidence were scrutinised:  

• medical records,  

• nursing records,  

• patient satisfaction questionnaires.  

 

Each set of evidence is summarised below.  

 

• A sample of nine sets of medical records on each occasion:  

o The intervals between receipt of GP referral and first appointment with the neurologist were 

identical in 2000 and 2001 and in both cases over half the sample (5/9) had appointments 

with the Neurologist within 1-4 weeks of GP referral. No patient waited longer than 12 

weeks for an initial appointment.  

o In the first sample 66.6% completed investigations and were told their diagnosis within eight 

weeks of the initial consultation. This increased to 88.8% in the second sample. All patients 

in the first sample and all but one in the second received their diagnosis from a Consultant 

Neurologist as per MS Society and local standards.  

 

• A sample of nine sets of nursing records on each occasion:  

o In 2000, 33.3% of patients had contact with the MS Specialist Nurse within seven days of 

diagnosis, as identified by the standard. In contrast, none of the second sample had contact 

with the MS Specialist Nurse within the first seven days after diagnosis, but this was 

replaced by more consistent contact (77.8%) within one month of diagnosis.  

o Overall, written records suggested the pattern of the MS Specialist Nurse's service to newly 

diagnosed patients changed over the audit period, probably to accommodate the demands of 

a developing caseload.  

 

• Satisfaction questionnaires sent to two groups of 20 randomly selected newly diagnosed patients:  

o Twenty nine patients were invited to attend "Getting to Grips with MS" courses during 1999, 

and this increased by over a third to 39 in 2000.  

o Almost two thirds of patients (61.5%) in the first sample felt the explanation of MS from the 

doctor at the time of diagnosis was too brief. This improved in the second sample, but just 

over half (53.8%) still felt that explanations were too brief. Those who felt it was about right 

increased from 38.5% to 46.2% in the second sample.  



o The feeling of abandonment by the healthcare system was an obvious feature of the first set 

of comments, but less marked in the second.  

o Overall, there was evidence of service improvement from the three perspectives studied. 

Patients' comments gave a clear indication of the valuable role that many of them felt the MS 

Specialist Nurse had played in giving information and support around the time of diagnosis.  

 

• Audit of the MS Specialist Nurse's involvement in educating formal carers:  

 

Two sets of evidence were scrutinised:  

 

o Evaluation forms from a carers' educational programme.  

o Questionnaires from hospital nursing staff.  

 

• The MS Specialist Nurse and County Council Training Officer responded to carers' requests and 

jointly planned a programme to meet group needs. This was well evaluated with 30 respondents 

rating it as excellent (score 5) and 19 rated it as good (4). Only one rated it average (3).  

• Comments indicated that community carers had a greater understanding of the effects of MS on the 

individual and family as suggested by qualitative comments.  

• Hospital nurses did not receive, but would have liked formal training in the care of people with MS 

but also considered that the MS Specialist Nurse's advice/support positively affected their care 

delivery.  

• Responses to the Registered Nurse Questionnaire, indicated they would contact her when a patient 

with MS was admitted, especially as they were now aware of how she could help. They viewed the 

MS Specialist Nurse's role as advising not only the patients but also themselves.  

 

5.4 Review of hospital medical records  

• Differences in the pattern of MS patient admission were identified between the 12 month period 

directly before employment of an MS Specialist Nurse, compared with a 12 month period 

commencing after the MS Specialist Nurse had been established for six months.  

• Reduction in the rate of emergency rather than elective hospital admissions, a reduction in length 

of stay and a shift away from predominantly acute general medical ward admissions towards 

rehabilitation, neurology or Young Disabled Unit care was found.  

• In addition to likely qualitative benefits for patients and their families, these changes showed 

considerable cost benefits to the Trust.  

• A simple calculation of reduced cost, as indicated by a comparison of bed occupancy between the 

two years amounted to £104,329.65.  

• Although it is acknowledged that other hidden cost factors may be involved, when the cost of 

employing an MS Specialist Nurse for one year was offset against this sum, a total saving of 

£64,611.45 remained.  



• It is proposed that the establishment and active involvement of an MS Specialist Nurse, providing 

a focus of expertise, leadership and a combination of direct and indirect intervention may have 

contributed to the observed differences in patient admission patterns in the two sample years.  

 

5.5 MS Specialist Nurse's Reflective diary  

• Recordings of the MS Specialist Nurse's audio diary were used to identify a series of critical 

incidents in which she had played a key role.  

• The incidents covered a range of complex psychosocial and physical interventions with clearly 

identified outcomes.  

• Some of these outcomes included delaying the hospitalisation of a severely disabled patient so that 

she could stay home longer with her children, resolving problems of incontinence and constipation, 

reducing the risk of aspiration pneumonia and arranging respite care.  

 

5.6 Detailed diary of MS Specialist Nurse activity  

The diary provided a useful "snapshot" of the relative frequency of various interventions.  

 

• The MS Specialist Nurse kept a two week detailed diary, recording her activities in terms of the 

people she contacted, the venues and timings involved.  

• In the breakdown of activities, psychosocial interventions (32) were most common followed by 

physical (19), social (16) and information giving/education (8). In terms of activities, the most 

common was telephone work, followed by patient contact in clinic, home or ward and patient 

related meetings/discussions.  

• Teaching/preparation, contact with relatives and administration were the next most frequent cluster 

of categories with activities associated with own professional development being recorded once 

during the two week period.  

• The MS Specialist Nurse recorded a number of outcomes from her interventions during the first 

week, which involved negotiation and liaison with a variety of agencies on behalf of patients or 

carers. These outcomes resulted in initiation or a change of treatment to control symptoms, 

obtaining information or benefits for patients and/or their families.  

 

5.7 Service Development  

• The stakeholder Steering Group formed an important reference point and focus for discussion 

regarding the MS Specialist Nurse's service, and the wider picture for people with MS in West 

Berkshire.  

• Meeting at two monthly intervals throughout the project, this was a well supported, mutually 

beneficial opportunity to pool experience and ideas, promoting effective care for people with MS, 

providing a strong local drive for the project and enhancing group members' understanding of the 

local systems and dilemmas in MS care.  



• Arising from common issues in qualitative interview data from patients and stakeholders, the 

Steering Group decided on two priority standards (see section 5.3 above) that should be formally 

audited from a variety of perspectives during the project.  

• Through use of a detailed structure/process/outcome approach it was possible to identify and 

develop strategies to close gaps in service provision and to demonstrate positive outcomes 

following MS Specialist Nurse activity.  

• These tools were recommended for use as part of routine clinical audit and to serve as a template 

for the development of other standards beyond the time span of the project.  

• The period of service development gave further time for the MS Specialist Nurse to establish her 

service and make an impact on local MS care.  

 

6. Conclusion  

• This multi-faceted study has attempted to explore the developing role of MS Specialist Nurses, 

using a variety of methods and perspectives, paying particular attention to the views of service 

users and the post-holders themselves.  

• Joint evidence from the case study and survey suggests that the service offered by MS Specialist 

Nurses attempts to address the needs that have frequently been highlighted as unmet by previous 

NHS services. These include the lack of information, fragmentation and lack of continuity in 

services, poor understanding of the disease among professionals and lack of psychological support, 

particularly around the time of diagnosis.  

• People with MS experienced strong emotions around the time of diagnosis including 

abandonment/isolation; shock/devastation, fear and frustration with the perceived lack of 

professional knowledge. They wanted professionals to understand that MS is a unique experience 

for each individual requiring an individualised response. Support for partners and family was also 

seen as vital.  

• Patients and neurologists had differing expectations of how the process of diagnosis and 

subsequent support should be managed. GPs played a role throughout the illness trajectory but 

with variable effect, depending on their level of expertise and interest.  

• The MS Specialist Nurse provided a bridge between patient and professionals both at the time of 

diagnosis and in the long-term management of MS. The documentation of critical incidents 

demonstrated the impact she could have on patient outcomes. Stakeholders experienced the 

employment of the MS Specialist Nurse as increasing the emphasis on holistic care, chronic 

disease management and improving liaison between the primary and secondary care sector.  

• There is additional evidence that employment of an MS Specialist Nurse can have a significant 

effect on patterns of MS patient management in hospital, with cost saving implications.  

• The study has also highlighted some important issues surrounding the effective management, 

support, educational and developmental needs of MS Specialist Nurses, given their role as 

relatively independent practitioners, working in a job which is very complex, isolating and 

exhausting, with no boundaries and with a significant risk of "bum out". Added frustrations relate 

to the disease itself, where there are no clear answers or total resolution of symptoms.  



• The research design demonstrates one approach to exploring and evaluating the complexity of 

specialist nursing intervention and has highlighted some issues which are responsive to MS 

Specialist Nursing involvement. It has also provided a potential framework and tools for auditing 

the service as part of clinical practice, beyond the span of the project.  

• The value of systematically involving users or "stakeholders" in reviewing, planning, developing 

and evaluating services has also been demonstrated. This was shown to be a mutually beneficial 

activity which enhanced care planning and the research process.  

 

7. Recommendations and the way forward 

 

• Specific to MS Specialist Nurses:  

 

1. At the time of diagnosis, support systems such as MS Specialist Nursing services should be put in 

place to bridge the gap between patient and physician expectation and to meet a variety of medical 

and non-medical needs in the longer term management of MS.  

2. Consideration of the number of MS Specialist Nurses required nationally so that all people with 

MS have the potential to access these services, and to ensure that MS Specialist Nurses have 

manageable workloads.  

3. Ensure parity of access to the MS Specialist Nurse in both the public and private sector.  

4. National and local clarification of the scope and responsibilities of the role for the benefit of the 

potential post-holder, managers, other nurses and the multi- disciplinary team.  

5. Within the new NHS pay system, recognition of the demanding nature of the role and the 

development of skills and experience from novice to expert MS Specialist Nurse, through clearly 

identified competencies. This should also extend to include some posts at Consultant Nurse level.  

6. Longer term contracts where possible to allow for forward planning, capitalising on MS Specialist 

Nurses' skills in leading service developments and enhancing job satisfaction.  

7. Management recognition of the need for mentoring and supervision systems in place to support 

MS Specialist Nurses and prevent burnout in their demanding role.  

8. Networking opportunities for support, professional development and to encourage innovation.  

9. Recognition that MS Specialist Nurse roles should be seen in relation to local Trust/organisational 

business planning strategies to maximise effectiveness and enhance visibility. A core set of MS 

Specialist Nurse audit data to be developed locally and routinely collected to best represent the 

impact and effectiveness of the role.  

10. Availability of recognised courses and study days in preparation for the role and as continuing 

education, covering, for example, specialist clinical MS issues, working with acute and community 

"systems" and internal politics, autonomous nursing practice and information technology / 

administration / time management skills.  

11. Close liaison, joint visits and meetings between the MS Specialist Nurse, the Primary Care Trusts 

and members of the primary care team, in particular GPs and district nurses.  

12. A 24 hour telephone line to extend the MS Specialist Nursing service.  



13. Where possible, the MS Specialist Nurse to extend her educational role to the public as well as lay 

carers of people with MS.  

14. Ensure mechanisms to support patients and their partners to attend "Getting to Grips with MS", 

"Taking Control" or other similar courses for the newly diagnosed.  

15. Ongoing joint planning and monitoring of educational programmes between the MS Specialist 

Nurse, Social Services and the hospital sector so that MS Specialist Nurses playa key role in the 

education of non-specialist practitioners.  

16. Mechanisms for service development and joint working to be set up across a range of stakeholders 

as exemplified by the Steering group members who met on a regular basis throughout the span of 

the project.  

 

• More general recommendations:  

 

17. Understanding and appreciation on the part of professionals that MS is a unique experience for 

each individual, requiring an individualised response.  

18. Encouragement of patients to bring personal support with them at the time of diagnosis.  

19. Appreciation by neurologists that patients are in a period of transition when they are first given a 

diagnosis of MS and to consider routine follow-up appointments.  

20. Appropriate timing and availability of good quality information by service providers to patients to 

allow them to play an active role in their care.  

21. Availability of information packs about MS on hospital wards, nursing homes, social services and 

private care agencies.  

22. Training of non-Specialist Nurses and home carers on a routine basis to meet the needs of people 

with MS at different stages of the illness trajectory e.g. in the provision of respite care.  

23.  More respite care for people with MS and their families.  

24. Greater support and help for the carers of people with MS, such as that provided by the specialist 

voluntary sector.  

25. Set up record systems to improve information exchange between patients, professionals, the 

public, private and voluntary sector.  

 



References  

 

1. British Society of Rehabilitation Medicine. Working Party report on Multiple Sclerosis. 1993. 

London.  

 

2. Cohen, M.H. The unknown and the unknowable - managing sustained uncertainty. Western Journal 

of Nursing Research 1993; 15:77-96  

 

3. Humphris, D. The basis of role specialisation in nursing. In: The Clinical Nurse Specialist: issues in 

practice, edited by Humphris, D. London: Macmillan, 1994; 1-15.  

 

4. Humphris, D. A framework to evaluate the role of nurse specialists. Professional Nurse 1999; 

14:377-379  

 

5. Kirker, S. and Young, E. An evaluation of a multiple sclerosis liaison nurse. Clinical Rehabilitation 

1995; 9:219-226  

 

6. Nodder, D. Chappell, B. Bates, D. Freeman, J. Hatch, J. Thomas, S. and Young, C. Multiple 

sclerosis: care needs for 2000 and beyond. Journal of the Royal Society of Medicine, 2000,93 (5): 219-

24.  

 

7. Robinson, I. (1990) Personal narratives, social careers and medical courses: analysing the trajectories 

in autobiographies of people with MS. Soc. Sci. Med., 1990; 30, 1173-1186.  

 

8. Robinson, I. and Hunter, M. Views from the other side: everyday perspectives on living and working 

with MS by those concerned with their formal and informal (health) care. Report for the Multiple 

Sclerosis Society of Great Britain and Northern Ireland. 1998.  

 

9. Robinson, I. Neilson, S. and Rose, F.C. Multiple Sclerosis at your fingertips. London: Class 

Publishing, 2000.  

 

10. Wahlquist, G.I.  Impact of a nurse managed clinic in multiple sclerosis. Journal of Neurosurgical 

Nursing. 1984; 16:193-196  

 

11. Winters, S. Jackson, P. Sims, K. and Magilvy J. A nurse-managed multiple sclerosis clinic: 

improved quality of life for persons with MS. Rehabilitation Nursing. 1989; 14:13-16  

 



Local adult neurology services for the next decade 
Evidence 
 
User and carer experience – provided by Ms Marie Oxtoby 
 
 
This document is evidence presented to the working party, and represents work that was in progress at the time of 
writing. As such, the information presented and opinions expressed herein are those of the author, and do not 
necessarily represent the views of the working party, or the Royal College of Physicians. 
 
© Marie Oxtoby 2011. All rights reserved. 
 







Local adult neurology services for the next decade 
Evidence 
 
Health needs assessment for long-term neurological conditions in North East 
England – provided by North East Public Health Observatory 
 
 
This document is evidence presented to the working party, and represents work that was in progress at the time of 
writing. As such, the information presented and opinions expressed herein are those of the author, and do not 
necessarily represent the views of the working party, or the Royal College of Physicians. 
 
© North East Public Health Observatory 2009. All rights reserved. 
 



 
 

 
 
 
 
 
  

Report Title 

Health Needs Assessment for Long 
Term Neurological Conditions in 
North East England 



 
 
 
 
 
 
Authors: Sandra Whiston, Barbara Coyle & David Chappel 

Title:  
Health Needs Assessment for Long Term Neurological 
Conditions in North East England 

Publisher: North East Public Health Observatory 

ISBN: 978-1-903945-70-4 

Date of publication: June 2009 

Further copies 
from: or by contacting 

www.nepho.org.uk 

North East Public Health Observatory 

Tel: (0191) 334 0400 

Email: info@nepho.org.uk 

 



 iii 
 

FOREWORD 
The North East Regional Neuroscience Commissioning Network sought this work to enhance 
its understanding of the needs of patients across the North East and those areas of Cumbria 
and North Yorkshire where patients are referred into services in the North East. It is 
necessary to establish a regional profile based on the best possible data with the aim of 
addressing the quality requirements in the National Service Framework, access to services 
and consistency in standards.  
  
It has been within this remit that Primary Care Trusts have come together with Local 
Authorities and the Neurological Alliance to consider the epidemiology of the long term 
neurological conditions under consideration, including incidence, prevalence and mortality 
associated with these conditions. 
 
We acknowledge that these data are only a starting point, and that we need to build upon 
it, and many of the recommendations need to be considered with those who are currently 
providing services, to ensure that the best possible care pathways are identified, built upon 
and implemented across the whole Network area. 
 
Glenys Marriott 
Chair of North East Regional Neuroscience Commissioning Network  
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SUMMARY 
A health needs assessment (HNA) for Long Term Neurological Conditions (LTNC) has been 
carried out by the North East Public Health Observatory (NEPHO) on behalf of the Regional 
Neuroscience Commissioning Network.  The HNA has been developed in parallel with the 
North East Strategic Commissioning Plan for Neurosciences.  The key policy document 
underpinning this HNA is the National Service Framework (NSF) for Long-term Conditions. 
 
The purpose of this HNA is to provide an overview of the demand for neurological services 
across the network, although it also describes the data that are available and the problems 
and limitations associated with them. 
 
As a group long term neurological conditions are relatively common.  Local data are 
available for a limited number of the LTNCs of interest.  Therefore proxy measures, 
including published national estimates of incidence and prevalence (Table1) and death 
certification have been used to provide local estimates.  However this can only give an 
indication of numbers, not complexity which is likely to have more influence on need and 
demand for services. 
 
A local approach to data collection about one specific condition, Multiple Sclerosis, is 
described.  It is suggested that this type of approach may be replicable in other areas and 
for other conditions.  This clearly demonstrates that with careful interrogation, general 
practice records could provide a wealth of information. 
 
Hospital Episode Statistics (HES) is the most readily available data source which can help 
inform the activity and demand for neurological services.  In 2007/08 there were over 
12,000 admissions to hospital across the network that were primarily due to one of the 
designated LTNCs and nearly 40,000 Finished Consultant Episodes (FCE) with a co-morbidity 
related to one of the LTNCs.   
 
However HES data does have limitations which include that it only contains data on inpatient 
admissions to hospital and therefore the activity undertaken by many community hospitals 
and hospices is not included.  Also the data depend on providers accurately coding their 
activity. 
 
Health inequalities appear to exist for emergency care with the most deprived areas having 
more emergency admissions compared to the least deprived areas. 
 
There is variation in the age-specific rates of emergency admissions by Primary Care 
Organisation which could be due to the different practices of providers or the provision of 
community services which reduce the need for an admission to an acute facility. 
 
The age profile of neurological conditions and the extent to which neurological conditions 
impact on other disease groups means that pathways of care may be complex and multi-
disciplinary. 
 
There is very little primary care data available at a regional level. 
 
The prescribing data show no specific differences between PCTs, but there are variations in 
the patterns of prescribing of specific groups of drugs that may warrant further 
investigation. 
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Palliative care data that are presently available are unable to demonstrate if patients with 
LTNCs are able to access such care if and when they need it.  Further it is not known if 
current palliative care services are able to deliver the type of palliative care service and 
support that patients with LTNCs want or need. 
 
Access to social care for patients with LTNCs is another area with a scarcity of data.  The 
nature of the broad categories used in the collection of local authority data significantly limit 
the deductions that can be made about access to and utilisation of social care services by 
those with specific LTNCs.  There is a need to explore alternative ways of evaluating the 
access to, and appropriateness of social care provision for those with LTNCs. 
 
A regional baseline audit of services for individuals with LTNCs has been carried out against 
the eleven quality requirements set out in the NSF.  Generally achievement was poor against 
most of the quality requirements (QR), with none reaching 70% (70% and over – good / 
doing well). 
 
This HNA of long term neurological conditions has been limited by the availability of data.  
For these reasons it can only be considered as an initial step in establishing the needs of this 
particular group of patients. 
 
Recommendations are made for the future commissioning of services.  Many of these 
recommendations focus on the need to further refine the analyses to answer specific 
questions that will arise from this HNA.  There is a need for improved and unified systems of 
data collection.  This should be a pre-requisite for service development and should go hand 
in hand with any structural changes that the network may introduce in the future.  There 
are also recommendations for collection of either new data or different ways of collecting 
data to address gaps, in particular in primary care and social care.  Commissioners need to 
consider what additional information is required: 

• For strategic commissioning plans 
• For future data collection and use 

 
Recommendations 

1. An agreed definition of which conditions should be considered as LTNCs should be 
developed.  The list of HES codings used in this document could be a starting point, 
but some anomalies such as the high number of neuropathies are noted.  
 

2. There is a need to have improved and unified systems across the North East SHA for 
routine collection of data on incidence and prevalence of long term neurological 
conditions.  Such a data set could usefully attempt to record degree of disability, for 
which little data are currently available.  Local approaches to specific conditions 
could be a useful starting point. 

 
3. There is a need for activity data related to the management of LTNCs in the 

community including social services and in palliative care to complement the HES 
data which exists for secondary and tertiary services. 

 
4. There is a need for data relating the access and uptake of rehabilitation services. 

 
5. Alternative ways should be explored of evaluating access to, and the appropriateness 

of social care provision for those with LTNCs and their families and carers. 
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CHAPTER 1 - BACKGROUND 
This health needs assessment (HNA) for long term neurological conditions (LTNC) has been 
carried out by the North East Public Health Observatory (NEPHO) on behalf of the Regional 
Neuroscience Commissioning Network.  The HNA has been developed in parallel with the 
North East Strategic Commissioning Plan for Neurosciences.  The report contains sufficient 
PCT-Level and PCT-cluster-level data to constitute a local needs assessment and is 
complementary to a Joint Strategic Needs Assessment. 
 
The National Service Framework for Long-Term Conditions 
 
The National Service Framework (NSF) for Long Term Conditions 1, published in 2005, sets 
out the government’s strategy to support people with Long Term conditions outlined in the 
NHS Improvement Plan: Putting People at the Heart of Public Services 2.  The NSF was 
based on the evidence available at the time of publication.  Although the NSF includes all 
long term conditions, it predominantly discusses neurological conditions.  It also focuses on 
adults as there are separate NSFs for children and older people. 
 
The aim of the NSF was to build on the proposed changes to NHS management and 
commissioning, in order to develop a structured and systematic approach to delivery of 
treatment and care for people with long term conditions.  Complimentary documents to this 
approach include National Standards, Local Action: The Health and Social Care Standards 
and Planning Framework 2005/6 – 2007/8 3, which promised equivalent high standards of 
NHS care across the country, and Supporting People with Long Term Conditions – An NHS 
and Social Care Model to support local innovation and integration 4.  Independence, Well 
being and Choice: Our vision for the Future of Social Care for Adults in England 5 on the 
future of social care for adults in England also consulted on how more joined up, responsive 
social care services could be achieved to enable people to live independently in the 
community. The NSF applies to health and social care services working with local agencies 
involved in supporting people to live independently, such as providers of transport, housing, 
employment, education, benefits and pensions.  
 
This NSF sets out 11 quality requirements (QRs), which cover treatment care and support 
from diagnosis to end of life.  The QRs are drawn from, and mapped against, the core and 
developmental standards in the document National Standards, Local Action 3.  There is a 
requirement that QRs should be fully implemented by 2015.  Each QRs is described in detail 
together with the method of delivery.  They cover models for clinical neuroscience networks 
for commissioning and service delivery, initiatives to support local delivery and guidance on 
taking the next steps. 
 
The NSF applies to both health and social care.  Individuals with long term neurological 
conditions need support with a range of issues, including transport, housing, employment, 
education, benefits and pensions.  Therefore, if the targets in the NSF are to be achieved, it 
is vital that arrangements are put in place for multiple agencies, including the NHS, to work 
together fully and effectively. 
 
Many elements of service provision are common to different neurological conditions, 
therefore the NSF does not address individual neurological conditions separately.  However, 
the are instances where the QRs have a separate section addressing the needs of people 
with rapidly progressing neurological conditions, such as motor neurone disease, due to the 
need for services to respond quickly.  
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Implemention of the NSF will contribute to the following Public Service Agreement targets 
by:  

• improving health outcomes for people with long term conditions by offering a 
 personalised care plan for vulnerable people most at risk;  
• reducing emergency bed days by 5% by 2008 through improved care in primary care 
 and community settings for people with long term conditions;  
• improving access to services, ensuring that by 2008 no one waits more than 18 
 weeks from GP referral to hospital treatment, including all diagnostic procedures and 
 tests.  

 
The NSF fully supports the concept of choice set out in Building on the Best: Choice, 
responsiveness and equity in the NHS 6, which aims to ensure that all people have a choice 
of when, where and how they are treated from onset of illness until the end of life.  
 
The QRs are based on currently available evidence, including consultation with individuals 
living with LTNCs about their experiences and needs.  The QRs are designed to put the 
individual at the heart of care and to provide a service that is efficient, supportive and 
appropriate at every stage from diagnosis to end of life. The emphasis throughout this NSF 
is on supporting people to live with long term neurological conditions, improving their quality 
of life and providing services to support independent living. As the NSF places no new 
requirements on local authorities and they, with their partners, are able to set their own 
pace of change within the 10 year implementation period according to local priorities.  The 
expectation is that local authorities take the NSF forward within their existing spending 
plans.  Unlike other NSFs, the NSF for long term conditions does not have any attached 
targets, and as such may not be seen as a priority by health and social care organisations.  
The challenge therefore is for commissioners to align the requirements in the NSF to other 
mainstream policies in order to create opportunities and access to resources to be able to 
achieve the overall objectives of the NSF.  
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Quality Requirements 

 
Quality requirement 1: A person centred service 
People with long term neurological conditions are offered integrated assessment and planning of their health and 
social care needs. They are to have the information they need to make informed decisions about their care and 
treatment and, where appropriate, to support them to manage their condition themselves. 
  
Quality requirement 2: Early recognition, prompt diagnosis and treatment 
People suspected of having a neurological condition are to have prompt access to specialist neurological 
expertise for an accurate diagnosis and treatment as close to home as possible.  
 
Quality requirement 3: Emergency and acute management 
People needing hospital admission for a neurosurgical or neurological emergency are to be assessed and treated 
in a timely manner by teams with the appropriate neurological and resuscitation skills and facilities. 
  
Quality requirement 4: Early and specialist rehabilitation 
People with long term neurological conditions who would benefit from rehabilitation are to receive timely, 
ongoing, high quality rehabilitation services in hospital or other specialist settings to meet their continuing and 
changing needs. When ready, they are to receive the help they need to return home for ongoing community 
rehabilitation and support.  Home in this context means the place where the individual chooses to live, which 
may be their own accommodation or may be a residential or care home. 
  
Quality requirement 5: Community rehabilitation and support 
People with long term neurological conditions living at home

 
are to have ongoing access to a comprehensive 

range of rehabilitation, advice and support to meet their continuing and changing needs, increase their 
independence and autonomy and help them to live as they wish. 
 
Quality requirement 6: Vocational rehabilitation 
People with long term neurological conditions are to have access to appropriate vocational assessment, 
rehabilitation and ongoing support, to enable them to find, regain or remain in work and access other 
occupational and educational opportunities. 
 
Quality requirement 7: Providing equipment and accommodation 
People with long term neurological conditions are to receive timely, appropriate assistive technology, equipment 
and adaptations to accommodation to support them to live independently, help them with their care, maintain 
their health and improve their quality of life.  
 
Quality requirement 8: Providing personal care and support 
Health and social care services should work together to provide care and support to enable people with long 
term neurological conditions to achieve maximum choice about living independently at home. 
  
Quality requirement 9: Palliative care 
People in the later stages of long term neurological conditions are to receive a comprehensive range of palliative 
care services when they need them to control symptoms, offer pain relief, and meet their needs for personal, 
social, psychological and spiritual support, in line with the principles of palliative care.  
 
Quality requirement 10: Supporting family and carers 
Carers of people with long term neurological conditions are to have access to appropriate support and services 
that recognise their needs both in their role as carer and in their own right. 
  
Quality requirement 11: Caring for people w ith neurological conditions in hospital or other health 
and social care settings  
People with long term neurological conditions are to have their specific neurological needs met while receiving 
treatment or care for other reasons in any health or social care setting.  
 
NSF for Long-Term Conditions, 2005 
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Long Term Neurological Conditions 
 
The nervous system consists of the brain, spinal cord and their peripheral nerve connections 
and the autonomic nervous system.  A ‘long term neurological condition’ results from 
disease of, injury to, or damage to the body’s nervous system.  This may affect the 
individual and their family in one way or another for the rest of their life.  
 
There are a wide variety of long term neurological conditions and people have very different 
experiences.  Conditions may be present at birth or be acquired later in life.  Some, such as 
cerebral palsy and hydrocephalus may be associated with varying degrees of learning 
disability.  Some conditions appear in childhood, for example Duchenne’s muscular 
dystrophy, or develop during adult life, such as Parkinson’s disease. 
 
Long term neurological conditions can be broadly categorised as follows: 
 

• sudden onset conditions, for example acquired brain injury or spinal cord injury, 
 followed by a partial recovery. (Note: stroke for all ages is covered in the NSF for 
 Older People)  
 
• intermittent and unpredictable conditions, for example epilepsy, certain types 
 of headache or early multiple sclerosis, where relapses and remissions lead to 
 marked variation in the care needed 
 
• progressive conditions, for example motor neurone disease, Parkinson’s disease 
 or later stages of multiple sclerosis, where progressive deterioration in neurological 
 function leads to increasing dependence on help and care from others. For some 
 conditions (e.g. motor neurone disease) deterioration can be rapid. (Note: dementia 
 for all ages is covered in the NSF for Older People) 
  
• stable neurological conditions, but with changing needs due to 
 development or ageing, for example post-polio syndrome or cerebral palsy in 
 adults.  

 
The time course of conditions also varies widely. The average time between diagnosis and 
death for someone with motor neurone disease is 14 months, while someone with multiple 
sclerosis may live with the condition for decades. Even within specific conditions, the needs 
of individuals, for example for social care support, vary widely. A key feature of the NSF, 
therefore, is supporting people with long term neurological conditions to live independently, 
often for many years.  
 
Long term neurological conditions can cause a range of different problems for the individual, 
including: 

• Physical or motor 
• Sensory 
• Cognitive or behavioural 
• Communication 
• Psychosocial and emotional 

 
The NSF concentrates on adult services but also takes account of other relevant NSFs, 
particularly those for children and older people. As a result, it highlights the fact that 
transition issues (e.g. when someone needing ongoing care moves from children’s to adult 
services) need to be properly addressed to ensure continuity of care, support through life 
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changes and that access to services is based on need, not age.  This needs assessment also 
concentrates on long term neurological conditions in adults, but where appropriate, for the 
condition, data for under 18’s is reported. 
 
Commissioning Arrangements for Neurological Conditions 
 
The Regional Network covers the North East Strategic Health Authority area, but also includes 
patients living in NHS Cumbria and NHS North Yorkshire and Yorka

 

 who access services in the 
NE SHA area.  Again data are reported for the NE SHA but where data are available for 
Cumbria or North Yorkshire, these have been included.  

The North East Regional Neuroscience Network was established in 2008 in response to the 
publication of the NSF for Long Term Conditions. Five working groups have been established 
whose remits are listed: 
 

1. Data Set 
i. Agreement to establish a North East Primary Care data set for LTNCs. 
ii. Commission a regional profile of LTNCs 
iii. Establish links with social care data where possible. 

 
2. Linking with Social Care 

Developing joined up commissioning between health and social care wherever 
possible. 

 
3. Developing pathways 

i. Acquired Brain Injury – lead NHS South of Tyne and Wear 
ii. Progressive conditions – lead Tees PCTs 
iii. Epilepsy – lead NHS County Durham and Darlington 

 
4. Workforce development 

Across all sectors including social care. 
 

5. Communications and Information 
 
A two year plan of commissioning intentions has already been developed, and five year plan 
will be produced by the end of April 2009 in tandem with this document. 
 
Chapter 3 will set out in greater detail the commissioning arrangements and service 
provision that exist in the North East. 
 
 

                                                           
a Historically patients from these areas have accessed such services in  Newcastle and Middlesbrough 
respectively 
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CHAPTER 2 – EPIDEMIOLOGY OF LONG TERM 
NEUROLOGICAL CONDITIONS 
As a group, long term neurological conditions are relatively common.  However there is not 
always good data on specific conditions.  The number of people with specific conditions are 
rarely measured locally, so it is necessary to estimate rates based on research elsewhere 
and the current population.  Due to the varying course of LTNCs it is important to know the 
number of new cases diagnosed each year (incidence) and the number of people living with 
the condition at any one time (prevalence). 
 
Introduction 
 
A brief description of the incidence and prevalence of neurological conditions and their 
impact in the UK has been described in the document ‘Neuro Numbers’ 7.  Using the rates 
described in this document and other sources8, estimates have been calculated of the 
incidence and/or prevalence of LTNCs for each of the Primary Care Trusts (PCTs) and PCT 
clusters across the network.  Table 1 summarises these estimates whilst the tables 
presented in Appendix A provide more detail about individual conditions.  The conditions 
included were agreed with the network.  It is not an exhaustive list, but it includes the most 
common LTNCs and/or those with greatest impact on the individual and health and social 
care for which estimates of incidence and/or prevalence exist.  These estimates need to be 
treated with caution as the sources of some of these estimates are published studies which 
may not be applicable.  However due to the absence of nationally recognised data sources 
such data is all that is available until the Better Metrics Project delivers its findings in 2011 
(Care Quality Commission). 
 
In 2008, when the Neurosciences Network was established it recognised that the range of 
long term neurological conditions is vast (around 130 conditions).  It was therefore decided 
that it would, in the first instance, focus on a range of the most common conditions.  The 
conditions selected embrace different condition pathways, particularly those that require 
significant adjustments to changes in lifestyle, across adulthood. These are: 

• Aquired Brain Injury 
• Progressive conditions  
• Epilepsy 

 
The network endeavours to make the links with other major Regional workstreams, for 
example, End of Life, Stroke and Children’s networks to avoid duplication and ensure 
seamlessness in transition across services where needed. 
 



 

 14 
 

 
Table 1:  Estimates of incidence and prevalence of long term conditions by PCT Cluster 

 
Note: All estimates are calculated on estimates for incidence and prevalence in the UK population.   Source: Neuro numbers7, National Workforce Projects8 
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CNS Infections 3756 189 57 46 44 41
Cerebral Palsy 94419 4754 1442 1157 1116 1038
Charcot-Marie-Tooth disease 20305 1022 310 249 240 223
Dystonia 32996 1661 504 404 390 363
Epilepsy 40610 253815 2045 12779 620 3877 498 3111 480 3000 446 2791
Essential Tremor 431485 21723 6591 5288 5100 4744
Hereditary Ataxia 5000 252 76 61 59 55
Huntington's Disease 6853 345 105 84 81 75
Migraine 203052 7614435 10223 383355 3102 116310 2488 93315 2400 90000 2232 83715
Motor Neurone Disease 1015 3553 51 179 16 54 12 44 12 42 11 39
Multiple Sclerosis 2031 73099 102 3680 31 1117 25 896 24 864 22 804
Muscular Dystrophy 25381 1278 388 311 300 279
Parkinson's Disease 8630 101526 434 5111 132 1551 106 1244 102 1200 95 1116
Post Polio Syndrome 126907 6389 1939 1555 1500 1395
Spina Bifida & Hydrocephalus 12183 613 186 149 144 134
Spinal Cord Injury 1015 25381 51 1278 16 388 12 311 12 300 11 279
Traumatic Brain Injury 88835 609155 4472 30668 1357 9305 1089 7465 1050 7200 977 6697
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Table 2: Number of registrations of Cerebral Palsy from clusters based on former health “districts” of the former Northern Region. 
 

 
Source: RMSO 

 
 
 
 

District
1991 1992 1993 1994 1995 1996 1997 1998 1999 2000 2001 2002

North of Tyne 29 32 19 16 15 24 15 17 15 16 14 9

South of Tyne 18 27 22 29 20 22 27 14 24 17 8 17

Tees 21 20 28 24 28 26 31 26 19 15 13 8

Co. Durham & Darlington 20 19 20 12 11 22 24 15 13 12 10 21

North Cumbria 10 3 5 9 7 12 11 10 6 10 7 3

North of England
(excludes South Cumbria) 98 101 94 90 81 106 108 82 77 70 52 58

Year
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Specific conditions 
 
Cerebral palsy  
Data obtained from the Regional Maternity Survey Office (RMSO) of the number of 
children born with cerebral palsy in the former Northern Region (includes North 
Cumbria), demonstrates a downward trend in the number of such births between 
1991 to 2002 (Tables 2&3).  These data do not however indicate the degree of 
severity of cerebral palsy or the likely impact that this may have on quality of life for 
the individual or their needs and utilisation of health and social care services.  Data 
on degree of disability are available, and are presented in Appendix A18. 
 
Table 3:  Registration rates of cerebral palsy by former health “districts” in the 
Northern Region 
 

Source: RMSO 

 

District or area 

Three year rolling registration rate per 1,000 live births 
1991- 
93 

1992- 
94 

1993- 
95 

1994- 
96 

1995- 
97 

1996- 
98 

1997- 
99 

1998- 
00 

1999- 
01 

           Northumberland 2.5 2.3 1.7    2.5 2.1 1.9 1.3 1.3 1.3 
          
Newcastle 3.0 2.8 2.4 2.1 2.3 2.6 2.1 2.0 2.0 
North Tyneside 2.9 2.0 1.0 1.4 1.5 2.0 2.5 2.9 2.8 
Newcastle & 
North Tyneside 2.9 2.5 1.9 1.8 2.0 2.4 2.3 2.4 2.3 

           
Gateshead 2.6 2.2 1.4 1.8 2.1 2.2 2.4 2.7 2.6 
South Tyneside 2.8 3.4 3.9 2.9 2.8 2.5 2.4 1.7 1.1 
Gateshead & 
South Tyneside 2.7 2.7 2.5 2.3 2.4 2.3 2.4 2.2 1.9 

           
Sunderland 2.5 3.7 3.6 4.0 3.8 3.5 3.8 3.2 3.1 
           
North Tees 2.7 3.1 3.8 4.2 5.4 5.4 5.2 3.6 2.5 
South Tees 3.2 2.7 3.1 3.2 3.5 2.9 2.3 2.3 2.3 
Hartlepool 2.3 4.5 4.8 3.9 3.4 5.2 5.9 4.7 3.1 
Tees 2.9 3.1 3.6 3.6 4.1 4.1 3.9 3.1 2.5 
           
N.W. Durham 1.8 0.6 1.6 3.4 4.8 4.6 3.9 3.6 3.4 
Durham 1.6 1.6 1.4 1.1 1.5 2.0 1.8 1.5 1.0 
S.W. Durham 4.4 3.8 2.7 3.0 4.1 4.3 3.9 2.6 2.4 
Darlington 2.5 2.8 2.4 2.2 2.3 2.4 1.8 1.3 1.8 
Co. Durham 2.5 2.3 2.0 2.1 2.8 3.0 2.6 2.1 1.9 
           
W. Cumbria 1.5 1.2 1.6 2.2 2.8 3.5 2.9 2.8 1.6 
E. Cumbria 1.5 1.7 2.1 2.9 2.9 2.8 2.5 2.6 3.4 
North Cumbria 1.5 1.5 1.9 2.6 2.9 3.2 2.7 2.7 2.5 
           
North of 
England  
(excludes South 
Cumbria) 

2.6 2.6 2.5 2.7 2.9 3.0 2.8 2.5 2.2 
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Hydrocephalus 
Data on live born cases of congential hydrocephalus, excluding those due to 
prematurity, intraventricular haemorrhage etc. and using the EUROCATb

 

 definition of 
hydrocephalus was supplied by the RMSO.  The numbers of live births with 
congenital hydrocephalus are very low so the observed variation in rates across 
areas is not un-expected (table 4).   

Table 4: Registration rates of congenital hydrocephalus by former health district in 
the Northern Region (1997-2006). 
 

 
Source: RMSO 

 
Multiple Sclerosis 
A review of the epidemiology of Multiple Sclerosis (MS) in the former Durham Dales 
PCT area and NHS County Durham was carried out in 2006/07 in response to a 
request for information from the local MP.  The review analysed both primary and 
secondary care data.  Secondary care data tends to underestimate prevalence as not 
all patients with a chronic condition will access secondary care services in a given 
year. 
 
The primary care data demonstrated a high incidence and prevalence of MS in the 
Durham Dales and County Durham compared with that reported in epidemiological 
studies in England and Scotland, although it should be noted that this analysis was 
based on only one year for a small area.  The incidence was not significantly higher 
than reported elsewhere, however the prevalence was significantly higher in the 
Durham Dales, especially in Teesdale, than that reported in most research studies.  
The analysis identified 826 females and 326 men with a diagnosis of MS in County 
Durham.  A number of patients, particularly women, were young adults but the 
majority were between 35 and 64 years. There were only 10 men and 17 women 
aged 65 or above living in the Durham Dales with the condition.  
 

                                                           
b EUROCAT European Surveillance of Congenital Anomalies. 

District

Hartlepool 1.84
North Tees 2.36
South Tees 6.63
Darlington 3.38
Co.Durham 2.48
Sunderland 2.91
South Tyneside 1.90
Gateshead 3.28
North Tyneside 1.40
Newcastle 1.00
Northumberland 0.67
North Cumbria 1.87

North East & North Cumbria 2.54

Rate of liveborn cases of 
hydrocephalus per 10,000 registered 
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The high prevalence of MS could be attributed to the high incidence and to a lesser 
extent on the possible migration of MS patients into the area.  In Teesdale and Wear 
Valley there are a number of nursing homes, at least one of them specialising in the 
care for younger people with physical disabilities.  The NHS County Durham report 
cites anecdotal evidence which suggests that there are several patients with MS in 
this specific care home. 
 
The primary care information presented in this report for Durham Dales is reliable, 
because of thorough case ascertainment through a MS nurse.  There is possible 
underreporting for other areas in County Durham.  The high number of cases of MS 
in the Durham Dales area compared to the whole of County Durham could be 
partially a consequence of the thorough ascertainment through the MS nurse.  The 
presence of a MS nurse will also have increased awareness by GP’s and patients. 
 
Deaths associated with Long Term Neurological Conditions. 
 
One proxy measure for the number of people with a condition is the number of 
deaths each year attributed to the condition.  However there are a number of 
difficulties associated with using death registration data.  Death certification may not 
be fully accurate or complete.  Some individuals with LTNCs will die as a result of 
other causes, and the LTNC may not be recorded.  The numbers are small so year to 
year variations can be large. 
 
All death registrations in 2008 coded for one of the identified neurological conditions 
were identified.  These were the same codings that were identified for use in the 
analysis of Hospital Episode Statistics data (see Chapter 3). 
 
The Standardised Mortality Ratio (SMR)c

  

 for deaths associated with a LTNC in all age 
groups in the North East was 99, which is comparable with the SMR for England of 
100.  The number of observed deaths associated with a LTNC in the North East was 
small (Tables 5 & 6), and therefore SMRs and indirectly standardised ratios are not 
presented since they are unreliable at low numbers. 

                                                           
c Standardised Mortality Ratio (SMR) is a way of comparing the death experience of a 
population (for example, a PCT) to the England average. An SMR is the ratio of the actual 
number of deaths in a population to the number of deaths one would expect if the population 
had the same death rate as the standard population. It is expressed as a ratio of observed to 
expected deaths, multiplied by 100. 
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Table 5:  Total number of deaths associated with a LTNC in 2008 by age group 
 

 
Source: ONS 

 
Table 6:  Total number of deaths associated with a LTNC in 2008 by PCO 

 

 
Source: ONS 

 
 
  

England North East

1386 22
3836 111
3081 238
1212 104

9515 475Total

Age group

Under 18
19-64
65-84
Over 85

No. Deaths

England 9515

North East 475

North of Tyne 151
Northumberland 63
Newcastle 48
North Tyneside 40

South of Tyne 131
Gateshead 35
South Tyneside 42
Sunderland 54

County Durham & Darlington 106
County Durham 84
Darlington 22

Tees 87
Hartlepool 8
Stockton 33
Middlesbrough 27
Redcar & Cleveland 19
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Summary 
 

• This chapter describes the dataset that is available and the problems and 
limitations associated with it. 

• Local data are available for a limited number of the LTNCs of interest. 
• Proxy measures, including published national estimates of incidence and 

prevalence and death certification have been used to provide local estimates. 
• The approach adopted in County Durham for MS may be replicable in other 

areas and for other conditions.  It clearly demonstrates that with careful 
interrogation general practice records could provide a wealth of information. 

• Is this level of prevalence data adequate for planning purposes? 
• What are commissioners going to do with the information? 
• Commissioners need to consider what, if any, additional information is 

required. 
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CHAPTER 3 – CURRENT SERVICE PROVISION AND 
UTILISATION 
 
Specialised services  
 
In the Department of Health’s (DH) guidance for commissioning specialised services, 
certain elements of neurological services are designated as ‘specialised’. These 
include neurology, neurosurgery, rehabilitation for adults with brain injury and 
complex disability.  In many areas, this has resulted in the concentration of such 
services in specialist centres. There are several ‘hub and spoke’ and outreach models 
where staff from the specialist centres spend part of their time working in local 
hospitals and in the community. In some cases this has led to a clinical network 
which supports the development of local expertise and enables more treatment to be 
delivered closer to the patient’s home, while still retaining access to specialist 
services for those who need them but in the main specialised services remain within 
tertiary and acute sector settings. 
 
Local services  
 
Other services are commissioned and provided locally. These include secondary care 
services, community rehabilitation (and sometimes specific neuro-rehabilitation); 
community equipment services; personal care services and respite provision. Close 
collaboration between health and social services is key to assessing local needs and 
commissioning co-ordinated care. 
 
Whilst general practice plays an important role in service delivery along the entire 
care pathway, but most general practitioners (GPs) make early referrals to secondary 
care due to the low numbers seen in practice and the diverse symptoms and 
difficulties in diagnosing these conditions.  When the NSF refers to primary care, it 
includes all health and social care professionals who are involved with people with 
long-term neurological conditions in community settings.  
 
Commissioning Structures 
 
Primary Care Trusts 
Primary Care Trusts are ultimately accountable for all the commissioning decisions 
made on behalf of the populations that they serve.  In the North East: 

• Progressive neurological conditions are commissioned by PCT cluster. 
• Services for those with epilepsy are commissioned by individual PCTs. 

 
The Regional Neurosciences Network is a commissioning network but does not have 
any commissioning decision making authority.  The Network makes 
recommendations to the Directors of Commissioning who ultimately make the 
commissioning decisions regionally on behalf of the specialised commissioners and 
individually for each PCT. 
 
Practice based commissioning is at varying degrees of development across the 
Region and is beyond the scope of this report. 
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The Regional Neurosciences Network 
The network covers the North East Strategic Health Authority (NESHA), but also 
includes patients living in NHS Cumbria and NHS North Yorkshire and York who 
access services in the NESHA area. 
 
 
North East Specialised Commissioning Group (NESCG) 
The NESCG commissions specialised services for populations of at least one million 
and which the Department of Health advise should not be commissioned by each 
PCT due to their low volume, high cost and specialised nature. As a result, clusters of 
PCTs come together in Specialised Commissioning Groups to collectively commission 
these services, with one PCT employing the commissioning support team on behalf 
of all PCTs. 
 
Commissioning powers for specialised services have been delegated to the North 
East Specialised Commissioning Group (NESCG) which is the joint PCT decision-
making body covering all the NE PCTs. The NESCG has, in turn, appointed NHS North 
of Tyne to act as the host, employing an acute commissioning support team known 
as NORSCORE to lead the commissioning process.  The services are commissioned 
on behalf of: 

• North East PCTs (12) 
• Area covered by former West Cumbria PCT, Carlisle and District PCT and 

Eden Valley PCT (NHS Cumbria) 
• NHS North Yorkshire & York (Spinal and Neonatal services only) 

 
There are 36 services defined as specialised within the National Definition Set 9.  The 
two specialised neurosciences services commissioned by NORSCORE are:  

• Complex Specialised Rehabilitation for Brain Injury and Complex Disability 
(adult) - Definition No. 7 

• Specialised Neurosciences services (adult) - Definition No.8 
 
NORSCORE is part of the Regional Neurosciences Network.  Together NORSCORE 
and the Network advise the Directors of Commissioning on the breadth of issues 
related to commissioning for this population group, each working co-productively to 
ensure that the clinical pathways work across the spectrum of services needed to 
meet the requirements of the NSF. 
 
 
 
Patterns of provision and patient pathways 
 
Primary care 
General practitioners act as gate keepers to secondary care.  There is a perceived 
trend for referral of suspected neurological conditions to secondary care services at 
an earlier stage than for many other conditions.  This is probably a reflection of the 
small numbers of neurological conditions seen in primary care and the potential 
impact such a diagnosis can have on the individual’s quality of life.  There is also a 
perception that initial referrals tend to be made to a physician or orthopaedic 
surgeon rather than a neurologist.  Concern has also been expressed within the 
network about the high rate of consultant to consultant referrals, and whether this is 
delaying diagnosis. 
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Secondary Care 
The Acute Trusts and Foundations Trusts (FT) in the region provide variable levels of 
consultant led neurology services.   
 
Tertiary Care and Specialised Services 
Specialist services in the region tend to be centred on Newcastle and Middlesbrough. 
 
1. NHS North of Tyne 
The General Hospital in Newcastle is the regional centre for diagnosis and treatment 
of specific neurological symptoms and the treatment of brain injury.  They have 
individual neurologists that specialise in specific conditions. 

• Walkergate Park in Newcastle is a specialist centre for rehabilitation following 
brain injury 

• There is a Specialist Head Injury Unit  in Morpeth, Northumberland 
• There are five times the number of staff for rehabilitation of brain injury in 

the north of the region compared with the south 
• Community Multiple Sclerosis Team 

 
2. NHS South of Tyne and Wear 
 

• Specialist neuro-rehabilitation services are accessed at Walkergate Park 
(including inpatient challenging behaviour and neuro-psychiatry, and 
outpatient services). 

• Local referrers report difficulty accessing inpatient services due to limited 
number of beds available and long waiting times. 

• Other specialist services include the MS Team, the Regional Disability Team, 
and the Dystonia Service. 

• Alternative provision is developing with the independent sector which is 
currently purchased on an individual case basis. 

 
Sunderland 
• Local provision of acute Neurology services. 
• Neuro-rehabilitation ward with dedicated Consultant in Rehabilitation 

Medicine. 
• Neurosurgery provided in Newcastle. 
• MS Specialist Nurse. 
• Epilepsy Specialist Nurse. 
• Parkinson’s Disease Specialist Nurse. 
• Neuro-physiotherapy. 
• No community based neuro-rehabilitation team 

 
South Tyneside 
• Neurology is provided on a 2 sessions per week basis by Consultants based at 

the Regional Centre in Newcastle. 
• Monthly clinic in South Tyneside is provided by the Neurology Consultants in 

Sunderland. 
• Neuro physiotherapist 
• Neurosurgery provided in Newcastle. 

 
Gateshead 
• Neurology is provided on a 2 sessions per week basis by Consultants based at 

the Regional Centre in Newcastle. 
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• Neurosurgery provided in Newcastle. 
• Small community team that provides rehabilitation to adults with moderate to 

severe acquired brain injury, as defined within Group 1 of the NSF – work is 
underway in reviewing service models to consider how Acute Brain Injury 
(ABI) services can best be provided across South of Tyne and Wear. 

• Neuro-physiotherapy Team. 
• Parkinson’s Disease Specialist Nurse. 
• Access to Multiple Sclerosis and Motor Neurone Disease Specialist Nurse input 

from Newcastle. 
 
3. NHS County Durham and Darlington 

• NHS County Durham has two specialist nurses for epilepsy and one for 
Multiple Sclerosis. 

• NHS County Durham and NHS Darlington have commissioned rehabilitation 
services from a private provider 

• Peripheral clinics are held at Darlington and Bishop Auckland hospitals by 
Consultant Neurologists from James Cook University Hospital. 

 
Patients living to the north-west of a line drawn between Peterlee and Bishop 
Auckland tend to receive tertiary and specialised services at the General Hospital, 
Newcastle whilst those residing to the south-east of this line receive tertiary and 
specialised services at James Cook University Hospital, Middlesbrough. 
 
4. Tees PCTs 
South Tees Hospitals NHS Foundation Trust provides specialist and general 
neurology services. 
 

• Neurology directorate is based at James Cook University Hospital. 
• Weekly neurology outpatient service at Friarage Hospital in Northallerton. 
• Peripheral clinics are held at University Hospital of Hartlepool. 

The neurology unit is based on Ward 25 (with a variable number of 
neurorehabilitation beds on Ward 26), and staffed by consultant neurologists, 
specialist registrars, senior house officers and a team of experienced nurses.  

The ward specialises in the diagnosis and treatment of all types of neurological, 
neuromuscular and muscle diseases that require specialist consultation.  Inpatient 
and day case patients attend the ward, which admits both elective and emergency 
cases.  Consultative services are provided to other specialties and hospitals. 

There are specialist nurses in the following areas who assess and treat patients with:  
• multiple sclerosis  
• Creutzfeldt–Jakob disease (CJD) 
• motor neurone disease  
• epilepsy  
• Parkinson's disease  

 
In addition to medical and nursing staff, the following healthcare professionals are 
involved with patients' care: 

• physiotherapists 
• occupational therapists 
• dietitians 
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• speech and language therapists. 

The directorate also encompasses the department of neurophysiology which has two 
consultant neurophysiologists and the disablement services centre. 

5. North Cumbria and North Yorkshire 
Tertiary services and specialised services do not exist in North Cumbria and the 
northern part of North Yorkshire.  Historically patients from these areas have 
accessed such services in Newcastle and Middlesbrough respectively.  In-patient 
tertiary and specialised neurology services have been redistributed in York in recent 
years.  The impact for residents in the southern part of NHS North Yorkshire and 
York is not within the remit of this report  
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Usage of Secondary and Tertiary Services 
 
One of the data sources that are readily available to facilitate an understanding of 
the impact and burden of neurological conditions on our population is the Hospital 
Episode Statistics (HES) dataset.  HES contains individual NHS patient level data from 
every hospital in England.  For further information about HES see Appendix B1. 

The neurological conditions for inclusion in this review were selected by a clinical 
representative on the Neurological Network, table 7 below lists the selected 
conditions.   We were also asked to include a review of activity attributable to 
acquired brain injury which is summarised later in this chapter.   A breakdown of the 
conditions included in this review and their corresponding clinical codes is outlined in 
Appendix B2.  

 

Table 7: List of selected neurological conditions and corresponding ICD 10 codes. 
 

Label ICD 10 code 

CNS infections G00, G06 

Dystonia G24 

Encephalitis G02, G04, G92 

Epilepsy G40, G41 

Hereditary Ataxia G11 

Huntington's Disease G10 

Hydrocephalus G91 

Infantile Cerebral Palsy G80 

Migraine/headache G43, G44 

Motor Neurone Disease and 
Spinal muscular atrophy 

G12 

Multiple Sclerosis G35, G36, G37, G96 

Myasthenia Gravis G70 

Neuropathies G56, G57, G58, G60, G61, G62 

Paraplegia or Tetraplegia G82, G83 

Parkinson's Disease G20, G21, G25 

Primary disorder of muscles G71 

 
 
Neurological activity in the Region 
The purpose of this HNA is to provide an overview of the demand for neurological 
services across the network.  Hence the data in this section relates to patients that 
were treated by North East providers including those patients who live in North 
Yorkshire or Cumbria as well as North East residents.  
 
Utilising HES data we can begin to quantify the size of demand in terms of number 
of admissions or consultant episodes as well as examine patterns of activity within 
and between providers and also Primary Care Trusts.  
  
As shown in chart 1, in the financial year 2007/08 there were nearly 50,000 episodes 
related to the selected neurological conditions for North East residents, 4% of these 
were treated by providers outside of the North East. 
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    Chart 1: Total number (percentage) of Finished Consultant Episodes for residents 
of the North East in 2007/08 

 
     Source: HES 

 
Chart 2: Total number (percentage) of Finished Consultant Episodes treated by North 

East Providers in 2007/08 

 
Source: HES 

 
Chart 2 shows that North East Trusts provided a total of 51,275 FCEs, 94% of these 
were from patients within the region, 5 % were from North Yorkshire and Cumbria 
and the remaining 1 % were from elsewhere in the UK.   The total number of FCEs 
attributable across the Neurological Network in 2007/08 was 50,809. 
 
It is useful to understand the difference between neurological conditions as the main 
reason for admission (as derived from the primary diagnosis code) compared to 
cases where the neurological condition was coded as a secondary diagnosis.  An 
analysis of admissions by primary diagnosis quantifies the direct impact of the 
neurological conditions on service demand whereas an analysis of secondary 
diagnoses helps us to understand the wider impact that neurological conditions have 
on other conditions as well as service configuration.  

48153 (96%)

1802 (4%)

North East provider

Non NE provider

Total FCEs = 49,955 

48153 (94%)

2656 (5%) 466 (1%)

North East residents

Residents from NHS 
Cumbria and NHS 
North Yorkshire& York

Other

Total FCEs = 51,275 
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Chart 3: Number (percentage) of neurological conditions coded as main reason for 
admission or as a secondary diagnosis/ co-morbidity (across neurological network in 

2007/08) 

  
Source: HES 

 
In 2007/08 24% (12,005) of the total FCEs attributable to neurological conditions 
were coded as the main reason for the admission.  The remaining 76% of FCEs had 
one of the neurological conditions coded as a secondary diagnosis. 

 
As demonstrated in chart 4, the bulk of neurology related admissions were due to 
neuropathies, epilepsy, Multiple Sclerosis (MS) and migraine/headaches, just these 
four conditions accounted for 84% of total neurology related admissions.  The 
majority of planned (elective) admissions were due to neuropathies and MS.    Most 
emergency admissions were attributable to epilepsy and migraine/headaches.  The 
other remaining conditions accounted for just 16% of the total number of 
neurological related admissions.     
  

12005 (24%)

38804 (76%)

Neurological condition as 
main reason for admission

Neurological condition as a 
secondary diagnoses/co-
morbidity

Total FCEs =  50,809
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Chart 4: Count of episodes where neurological conditions were the main reason for 

admission, split by admission type in 2007/08 

 
   Source: HES 

 
When considering the design of pathways of care it is important to consider the 
extent to which neurological conditions are co-morbidities with other conditions.   As 
demonstrated in chart 5, the most common primary diagnoses where a neurological 
condition is coded as a secondary diagnosis, is found in the ICD10 chapter group of 
‘Symptoms, signs and abnormal clinical and laboratory findings,’ where there were 
6,479 episodes (20%).  This high proportion could be interpreted as indicating 
difficulties in identifying and coding the cause of admission.  The other most 
common conditions which have neurological conditions coded as a co-morbidity 
include ‘Diseases of Respiratory system’ (13%), ‘Diseases of the digestive system’ 
(11%) and ‘Injury and Poisoning’ (10%).   This may be due to the immobility 
associated with some neurological conditions that then impacts of other aspects of 
health and well being.  
 
In contrast to chart 5, chart 6 outlines the percentage of total episode that had a 
neurological condition coded as a co-morbidity.   It shows that 8% of all episodes for 
‘Mental and behavioural disorders’ had one of the neurological conditions coded as a 
secondary diagnosis.     Neurological conditions were coded as secondary diagnoses 
in over 7% of all respiratory related admissions and over 5% in many of the other 
disease types.    
 
The data in charts 5 and 6 raise issues about the extent to which patients with 
neurological conditions also suffer from many other co-morbidities which may impact 
the type of service and care packages they require.   
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Chart 5: Percentage of neurological related episodes within each primary diagnosis 
chapter in 2007/08 

 
Source: HES 

 
Chart 6: Percentage of total episodes for each ICD10 chapter where the 
neurological conditions were coded as a secondary diagnosis in 2007/08 

 
Source: HES 
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Age profile  
Chart 7 below provides an age breakdown of the neurological conditions.  All the 
conditions have a different age profile from one another and all consist of patients 
from a wide range of ages, which signify some of the challenges there are for 
commissioning and providing neurological services across the region.   Of note, none 
of the conditions consist of a large elderly component (over 85s), we would expect 
the pattern to be different if we had included other age related diseases such as 
dementia or stroke in this assessment. 
  

Chart 7: Age profile of the selected neurological conditions in 2007/08 -  
Percentage of admissions by age band  

 
Source: HES 
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Inequalities  
Addressing inequalities in service provision is an important factor in designing 
services.  Chart 8 below indicates that there is still inequality in the use of acute care 
services within neurology.   It shows that the directly standardised rate of emergency 
admissionsd

 

 for the most deprived group (124.4 per 100,000 population) is twice that 
in the least deprived group (57.7 admissions per 100,000 population).  The pattern 
does not exist for elective admissions but the most deprived group had fewer 
elective admissions compared to the least deprived group.  These findings could 
suggest that people from affluent areas are more likely to receive interventions and 
have their condition under control compared to those from more deprived areas.  

 

Chart 8: Directly standardised rates of admission by deprivation quintile in 2007/08. 

 
Error bars are the upper and lower confidence intervals.   Deprivation is based on 2007 IMD              Source: HES 
Note this analysis is based on admissions from North East residents only.  
 

 
 

                                                           
d Directly Standardised Rates (DSR) can be used to compare disease rates across areas and 
time.  It takes into account differences in age and sex between populations so comparisons 
are more valid.  For further information about DSRs and confidence intervals please visit 
http://www.avon.nhs.uk/phnet 
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Neurological activity by Providers 
Across the network in 2007/08, 36% of elective primary admissions for neurological 
conditions were treated by The Newcastle upon Tyne Hospitals NHS FoundationTrust 
and 24% were seen by the South Tees Hospitals NHS Foundation Trust (see 
appendix B3 for distribution).  These two Trusts are recognised as regional centres 
for diagnosis and treatment of neurology.   
 
Chart 9: Number of admissions for neurological conditions (as primary diagnosis) by 

provider, split by admission type in 2007/08 

       Source: HES 
 
The pattern for emergency admissions is more varied with Newcastle and South Tees 
Trusts only accounting for 16% and 19% of total primary admissions respectively.  
As demonstrated in table 8, most residents of each PCT are admitted as emergencies 
to their local provider.  This suggests that the demand for emergency neurological 
care is widespread across the region.  
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Table 8: Percentage of emergency admissions for neurological conditions (primary 
diagnoses) by PCT to each North East Provider in 2007/08abcd 

 

Northumbria 
Healthcare 

NHS FT 

The 
Newcastle 
Upon Tyne 
Hospitals 
NHS FT 

Gateshead 
Health NHS 

FT 

South 
Tyneside NHS 

FT 

City Hospitals 
Sunderland 

NHS FT 

County 
Durham And 
Darlington 
NHS FT 

North Tees 
And 

Hartlepool 
NHS FT 

South Tees 
Hospitals 
NHS FT 

Northumberland Care 
Trust 77.4% 21.2% - 0 0 - - - 

Newcastle PCT - 96.3% - 0 - 0 0 0 
North Tyneside PCT 74.4% 24.8% 0 - 0 0 - 0 
Gateshead PCT 2.0% 14.2% 81.1% -  -  - 
South Tyneside PCT - - - 89.1% 5.2% 0 0 - 
Sunderland TPCT - - 8.4% - 86.2% - - 0 
NHS County Durham - 4.1% - 0 7.9% 67.4% 14.8% 4.2% 
NHS Darlington 0 - 0 0 0 86.5% 0.0% 12.9% 

Hartlepool PCT 0 - 0 0 0 0 89.7% 8.8% 
Stockton on Tees 
TPCT 0 - 0 0 0 0 82.7% 14.9% 

Middlesbrough PCT 0 - 0 0 0 0 - 97.8% 
Redcar And 
Cleveland PCT 0 - 0 - 0 - - 96.1% 

NHS Cumbriae 11.1% 77.8% 0  0 0 0 11.1% 
NHS North Yorkshire 
and Yorke - 0 0 0 0 5.3% - 92.1% 

Total Percentage 14.3% 16.1% 7.6% 4.7% 10.1% 16.2% 11.6% 19.3% 
a
 Values are row percentages, 

b
PCT clusters are indicated by shading                               Source: HES 

c
Cells marked with a dash indicates values that have been suppressed to preserve disclosure control 

d
Values in bold indicate who the main provider was for each PCT 

e Figures are for admissions to North East Providers from the PCT 
 
 

A comparison of length of stay for each of the providers is also possible using HES 
data.   Table 9 demonstrates the wide variation in the lengths of stay for emergency 
admissions by provider.  It is difficult to make any robust conclusions from this data 
as the numbers for some conditions are small and observations could be due to 
random variation or complexity of cases.   For the conditions which have sufficient 
numbers (epilepsy, migraine and headache, Parkinson’s, MS and neuropathies) we 
can still observe some variation in the lengths of stay.  Of particular note is the 
variation in length of stay for Parkinson’s Disease between Newcastle Upon Tyne 
Hospitals Trust and Gateshead Health NHS Foundation Trust with lengths of stay of 
19 and 46 days respectively.     
 
To fully understand the variation it will be important to investigate the patient 
casemix further (i.e. severity and complexity of cases) and the local practices for 
example, what kind of community based services are in place.  It is also important to 
consider length of stay analyses with readmission rates and other quality metrics.  
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Table 9: Average length of stay for spells with Neurological conditions as a primary 
diagnosis by Provider in 2006/07 – Emergency admissions onlyabcd 

 

Northumbria 
Healthcare 

NHS FT 

The 
Newcastle 
Upon Tyne 
Hospitals 
NHS FT 

Gateshead 
Health NHS 

FT 

South 
Tyneside NHS 

FT 

City Hospitals 
Sunderland 

NHS FT 

County 
Durham And 
Darlington 
NHS FT 

North Tees 
And 

Hartlepool 
NHS FT 

South Tees 
Hospitals 
NHS FT 

Epilepsy 
3.2 

(313) 
3.9 

(329) 
3.7 

(179) 
3.6 
(78) 

4.5 
(224) 

3.4 
(363) 

2.8 
(233) 

3.5 
(348) 

Migraine/ 
headache 

0.7 
(100) 

1.1 
(86) 

1.1 
(76) 

1.3 
(37) 

2.0 
(77) 

1.3 
(134) 

1.0 
(126) 

1.4 
(130) 

Parkinson's 
29.0 
(65) 

18.9 
(40) 

46.1 
(41) 

26.7 
(24) 

16.3 
(15) 

22.2 
(31) 

10.3 
(21) 

13.2 
(33) 

MS 
22.2 
(19) 

11.4 
(61) 

11.8 
(12) 

2.9 
(9) 

17.9 
(12) 

17.3 
(36) 

10.0 
(-) 

19.4 
(45) 

Neuropathies 
8.7 
(23) 

20.3 
(39) 

4.0 
(12) 

37.3 
(6) 

10.4 
(16) 

2.6 
(9) 

8.6 
(21) 

20.2 
(25) 

CNS infections 
13.3 
(6) 

18.5 
(21) 

21.4 
(8) 

39.7 
(-) 

6.7 
(9) 

12.4 
(-) 

16.9 
(11) 

23.7 
(22) 

Infantile Cerebral 
Palsy 

0.5 
(-) 

0.7 
(41)  10.0 

(-) 
0.5 
(-) 

0.7 
(18) 

1.1 
(13) 

5.0 
(-) 

Paraplegia & 
tetraplegia 

3.7 
(6) 

14.7 
(9) 

29.0 
(-) 

<0.1 
(-) 

9.7 
(40) 

2.4 
(5) 

15.4 
(5) 

6.2 
(9) 

Hydrocephalus 
25.5 
(10) 

15.6 
(14) 

19.0 
(-) 

114.0 
(-) 

28.0 
(-) 

10.7 
(7) 

7.5 
(-) 

20.9 
(13) 

Myasthenia 
Gravis 

12.3 
(-) 

8.1 
(11)   6.0 

(-) 
9.2 
(6) 

0.0 
(-) 

18.7 
(15) 

Encephalitis 
26.3 
(7) 

14.3 
(9) 

8.0 
(-) 

5.0 
(-) 

10.0 
(-) 

2.0 
(-) 

8.8 
(6) 

57.0 
(-) 

Dystonia 
0.5 
(-) 

2.6 
(7) 

63.0 
(-) 

- 
(0) 

17.5 
(-) 

3.5 
(-) 

3.5 
(-) 

0.0 
(-) 

Motor Neurone 
Disease 

6.0 
(-) 

27.5 
(8) 

12.5 
(-) 

7.3 
(-) 

26.3 
(-) 

4.7 
(-) 

16.4 
(-) 

16.1 
(13) 

Primary Disorder 
of muscles 

1.3 
(-) 

4.0 
(10)  6.0 

(-)  1.3 
(-)  2.8 

(6) 

Hereditary ataxia 
35.5 
(-) 

4.0 
(-)  26.0 

(-) 
26.5 
(-) 

3.5 
(-) 

2.0 
(-) 

27.0 
(-) 

Huntington's 
1.5 
(-) 

16.0 
(-) 

135.0 
(-)  9.8 

(-) 
9.0 
(-)  48.0 

(-) 
a
 Note: an analysis of length of stay was not available for the 2007/08 dataset at the time of publication.                                    Source: HES 

b
Values in brackets are the number of admissions, cells marked with a dash indicates values of less than 6, blank cells indicate where there 

were no admissions.  
c
Conditions listed are ranked in order of descending number of admissions.  

d
Trusts with the highest length of stay are in 

bold (only for Trusts that have more than 30 admissions).  
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Within the neurological network there has been some concern that neurology 
admissions have more cross referrals within providers than for some other 
specialties.   An analysis of high rates of consultant to consultant referrals has been 
used to indicate delays in diagnosis and therefore treatment.   Table 10 shows the 
ratio of cross referrals within one spell (period between admission and discharge).  
For most providers around three quarters of admissions consist of a single episode, 
the exception is within City Hospitals Sunderland with half of its admissions 
consisting of multiple consultant episodes.  This high rate of cross referral may also 
be the cause of the higher lengths of stay as noted in table 9.  However, the 
relatively high number of cross referrals needs further exploration and understanding 
as it may represent a variety of clinical practices from inappropriate referral patterns 
to excellent consultancy arrangements ensuring that the patient is treated by the 
most appropriate clinician.   
 

Table 10: Ratio of Finished Consultant Episodes to Spells by North East Providers in 
2007/08  - Emergency admissions only 

 

Northumbria 
Healthcare 

NHS FT  

The 
Newcastle 
Upon Tyne 
Hospitals 
NHS FT 

Gateshead 
Health NHS 

FT 

South 
Tyneside 
NHS FT 

City 
Hospitals 

Sunderland 
NHS FT 

County 
Durham 

And 
Darlington 
NHS FT 

North Tees 
And 

Hartlepool 
NHS FT 

South Tees 
Hospitals 
NHS FT 

Number of 
admissions 

545 613 288 178 383 616 441 734 

One episode spell 
(1:1) 76% 75% 71% 75% 51% 89% 72% 88% 
Two episode spell  
(1:2) 19% 22% 25% 22% 34% 10% 26% 8% 
Three episode 
spell (1:3) 4% 3% 2% 3% 13% 1% 2% 2% 
Four or more 
episodes 1% 1% 1% 1% 3% <1% <1% 2% 

Source: HES 
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Neurological activity w ithin Primary Care Organisations 
Chart 10 shows the age-specific rates of emergency admissions by each Primary 
Care Organisation in the North East.   Age-specific rates allow us to compare the 
number of admissions for each age group across the region.   Of note from chart 10 
is the much higher rates of admissions for the over 85s in Gateshead PCT (340 
admissions per 100,000) and Northumberland Care Trust (322 admissions per 
100,000) and the comparatively low rates in Hartlepool PCT (64 per 100,000) and 
Stockton on Tees TPCT (32 per 100,000) which may be a reflection of a number of 
possible clinical scenarios including the presence of community services in these 
areas or that the provider is less likely to admit those patients.  
 
For the other age groups, Middlesbrough PCT had the most admissions for patients 
aged between 0 and 18 (217 per 100,000) and it also had the highest rate of 
admissions for the 19 – 64 age group (185 per 100,000).  Gateshead PCT had the 
highest rate of admission for the 65 to 84 age band with 231 emergency admissions 
per 100,000 population.  

 

Chart 10: Emergency admissions by PCT in 2007/08 –  
Age-specific rates of emergency admissions for selected neurological conditions 

(rate per 100,000 population) 

 
Source: HES 

 
 

Differences in rates may indicate the areas where age dependant services could be 
targeted. 
 

0.0

50.0

100.0

150.0

200.0

250.0

300.0

350.0

400.0

Ra
te

 p
er

 1
00

,0
00

 p
op

ul
at

io
n

0-18

19-64

65-84

85+



 

 38 
 

Multiple admissions 
Multiple admissions refer to those instances where a patient has had more than one 
emergency admission for the same condition within a year period.  As demonstrated 
in table 11 below, across the network the average number of emergency admissions 
per patient was 1.13.  9.6% of patients had two or more emergency admissions 
within a year for the same condition.  The values are relatively similar within the 
region.  Rates of multiple admissions by each PCT is outlined in Appendix B4. 
 
Table 11: Multiple emergency admissions for neurological conditions within one year 

period - 2006/07 

 
Average emergency 

admissions per patient 

Percentage of patients 
with two or more 

emergency admissions for 
same neurological 

condition 
Across the Neurological 

Network 1.13 9.6% 

NHS County Durham and 
Darlington 1.12 9.1% 

NHS North of Tyne 1.16 11.4% 
NHS South of Tyne & 

Wear 1.11 7.9% 

Tees PCTs 1.12 8.4% 
NHS Cumbria* 1.14 11.1% 

North Yorkshire* 1.11 9.6% 
*Figures for Cumbria and North Yorkshire refer to admissions to North East Providers only.  

 
Multiple admission rates for each condition are outlined in chart 11.   The conditions 
with the most emergency admissions within a year were for epilepsy and Myasthenia 
Gravis with 16% and 13% of patients having two or more admissions respectively.    
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Chart 11: Percentage of patients who had two or more emergency admissions for 
the same conditions in the year 2006/07 by selected neurological condition 

 
Source: HES 

 
 
The data in table 11 and chart 11 suggest where services might be targeted in 
primary care to prevent unnecessary admissions to hospital. This is a complex area 
and many considerations need to be taken into account.  The types of issues that 
need to be considered along side the data is: 

1. Appropriateness of admission:  what resources are needed and when? 
2. Options within the community: what is available to prevent admissions, 

where appropriate (ie within health, social and community care)? 
3. Care planning: what is the patient’s choice in relation to preventable crises? 
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Acquired Brain Injury 
The neurological network is also interested in understanding the demand of services 
by people suffering from an acquired brain injury.  Chart 12 below shows the activity 
by admission type for each provider in the network.  Most elective and emergency 
admissions were to The Newcastle Upon Tyne Hospitals NHS FT and South Tees 
Hospitals NHS FT as these are specialist centres for neurology.  City Hospitals 
Sunderland NHS FT and County Durham and Darlington NHS FT also registered 
elective as well as emergency admissions.  
 

 

Chart 12: Number of admissions related to Acquired Brain Injury in 2007/08 by 
provider, split by admission type 

 
Source: HES 

 
As demonstrated in table 12, people suffering from acquired brain injury tend to be 
admitted to either of the specialist centres or to their local provider.   Patients in the 
North of Tyne cluster are more likely to be admitted to The Newcastle Upon Tyne 
Hospitals NHS Trust.  Patients from South of Tyne and Wear cluster are admitted to 
various providers with Gateshead utilising Newcastle most and South Tyneside PCT 
and Sunderland TPCT admitted more to City Hospitals Sunderland.   Patients from 
NHS County Durham and Darlington are admitted to the local provider.  The Tees 
cluster sent most admissions to South Tees Hospitals NHS FT.  
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Table 12: Percentage of admissions for acquired brain injury (primary diagnoses) by 
PCT to each North East Provider in 2007/0abc 

 

Northumbria 
Healthcare 

NHS FT 

The 
Newcastle 
Upon Tyne 
Hospitals 
NHS FT 

Gateshead 
Health NHS 

FT 

South 
Tyneside 
NHS FT 

City 
Hospitals 

Sunderland 
NHS FT 

County 
Durham 

And 
Darlington 
NHS FT 

North Tees 
And 

Hartlepool 
NHS FT 

South Tees 
Hospitals 
NHS FT 

Northumberland 
Care Trust 35.56% 63.70%   - -   
Newcastle PCT  98.23% -  -   - 
North Tyneside PCT 27.67% 70.39%   -    
Gateshead PCT - 67.02% 29.26%  -   - 
South Tyneside PCT - 23.19%  22.46% 50.00%    
Sunderland TPCT  15.36%  - 79.62%  - - 
NHS County Durham - 10.99%   25.70% 43.95% - 15.64% 
NHS Darlington  -    53.70%  40.74% 

Hartlepool PCT      - 25.00% 71.25% 
Stockton on Tees 
TPCT  -     27.46% 71.83% 
Middlesbrough PCT  -     - 98.19% 
Redcar And 
Cleveland PCT  - -    - 97.89% 
NHS Cumbria d  94.74%    -  - 
NHS North Yorkshire 
And York d - -    - - 91.85% 
Total Percentage 5.70% 34.93% 2.43% 1.16% 17.14% 10.42% 2.94% 25.27% 
Total Admissions 157 962 67 32 472 287 81 696 

a
 Values are row percentages. 

b
Shading indicates clusters.                                                                                                        Source: HES 

c
Cells marked with a dash indicates values that have been suppressed to preserve disclosure control.  d Figures are for admissions to North East 

Providers from the PCT 
 

 
 

Chart 13 demonstrates the differences in admissions by age groups for each of the 
region’s Primary Care Organisations.  Within the North East the highest rate of 
emergency admissions for patients aged between 0 and 18 is within Newcastle PCT 
and Hartlepool PCT, both with age-specific admission rates of 80 per 100,000 
population.   
 
Newcastle PCT also has the highest rate for age group 19 to 64 with 105 admissions 
(per 100,000 population).  Redcar and Cleveland PCT has the highest rate of 
admissions for the 65-84 group (71 per 100,000) and NHS County Durham has the 
highest rate of admissions for the over 85s (184 admissions per 100,000). 
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Chart 13: Age-specific rates of emergency admissions for acquired brain injury 
by PCT in 2007/08 (rate per 100,000 population) 

 
Source: HES 
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Primary Care 
 
There is a lack of primary care data for long term neurological conditions.  Although 
individual PCTs may collect data on specific conditions, there is little primary care 
data available at the regional level, so again a proxy measure, prescribing for long 
term neurological conditions, has been adopted for the purposes of this report.  The 
Neurosciences Network is working on an agreed primary care data set in the North 
East. 
  
Prescribing Data 
 
All prescriptions written in primary care and dispensed by a pharmacist are recorded 
and can be analysed.  These data are very valuable for looking at patterns.  However 
they do not include a diagnosis or a link to an individual patient, nor do they include 
hospital prescribing, so they need to be treated with caution.  They are also allocated 
to PCTs by practice location, not the patient’s residence. 
 
The Regional Drug and Therapeutics Centre undertook an analysis of prescribing by 
PCT for drugs used in the management of neurological conditions included in 
Chapter 4 “Central nervous system” of the British National Formulary 10.   The 
analysis looked at the two year period October 2006 to September 2008.  It is 
acknowledged that this analysis does not include a range of other drugs used in the 
management of neurological conditions, particularly analgesics and anti-spasmodics, 
for which there will be considerable overlap with other conditions.  In addition, there 
are drugs included in this analysis which are also commonly used in the management 
of other conditions, for example carbamazepine in the management of chronic pain.  
This analysis therefore needs to be interpreted with caution. 
 
Age, Sex and Temporary Resident Originated Prescribing Units (ASTRO PU) weight 
individual practice populations for age, sex and temporary residents. This permits 
comparison of PCTs or practices using a common denominator, but it does not take 
other factors such as disease prevalence, deprivation etc. into account. 
 
There is considerable variation across the region, and it is difficult to establish if the 
differences demonstrated by this basic analysis should give cause for concern.  The 
frequency of prescribing would be affected by disease prevalence in an individual 
PCT, i.e. some PCTs may have higher prevalence and will therefore prescribe a 
greater number of items.  Patterns of hospital prescribing may distort these data. 
 
If PCTs are prescribing low volumes but at high cost this indicates that they are 
using more expensive drugs.  However, it would be premature to make any 
judgments about the appropriateness of this prescribing without further auditing.  
Similarly, some PCTs may be prescribing large volumes but have low cost, so are 
using more cost effective drugs.  Additionally, prescribing cost can be affected by the 
relative difference in drug costs and the cost of generic drugs, which for some drugs 
can change 3-6 monthly, and explains the variation over time for antiepileptic drugs 
(chart 14). 
 
Choice of drugs may also be influenced by secondary care especially for Parkinson’s.  
The number of nursing homes etc. in a PCT would also affect prescribing for these 
particular diseases even with the standardization provided by the ASTRO PU. 
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Appendix C includes charts of the frequency and associated costs of individual drugs 
prescribed for epilepsy, Parkinson’s Disease, and both the treatment and prophylaxis 
of migraine. 
 

Chart 14: Antiepileptics prescribing frequency October 2006 to September 2008 

 
Source:  Regional Drug and Therapeutics Centre 
 

Chart 15: Antiepileptics prescribing cost October 2006 to September 2008. 

 
Source:  Regional Drug and Therapeutics Centre 
 
There has been a general upward trend in both the frequency and cost of 
antiepileptic prescribing (charts 14 & 15).   
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Chart 16: Drugs used for Parkinsonism and related disorders - frequency 

 
Source:  Regional Drug and Therapeutics Centre 
 
There has been a general upward trend in both the frequency of prescribing and 
prescribing cost of drugs used in the treatment of Parkinson’s Disease over the two 
year period.  NHS Darlington and Newcastle PCT have the greatest frequency of 
prescribing of this group of drugs, whilst Stockton-on-Tees TCT had the lowest (chart 
16).  NHS North Yorkshire & York and Hartlepool PCT had the greatest and the 
lowest expenditure respectively (chart 17). 
 

Chart 17: Drugs used for Parkinsonism and related disorders - cost 

 
Source:  Regional Drug and Therapeutics Centre 
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Chart 18: Drugs for treatment of acute migraine - frequency 

 
Source:  Regional Drug and Therapeutics Centre 
 
There has been an upward trend in the frequency of prescribing for the management 
of acute migraine, whilst the cost of prescribing has fallen (charts 18 & 19) 
 

Chart 19: Drugs for treatments of acute migraine - costs 

Source:  Regional Drug and Therapeutics Centre 
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Chart 20:  Prophylaxis of migraine - frequency 
 

Source:  Regional Drug and Therapeutics Centre 
 
There has been little change over the two year period in either the frequency of 
prescribing or the cost of prescribing for the prophylaxis of migraine in the majority 
of PCTs (charts 20 & 21). 
 

Chart 21: Prophylaxis of migraine - cost 

 
Source:  Regional Drug and Therapeutics Centre 
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Palliative care 
 
Palliative care services are those services planned to provide support and relief 
towards the end stages of life.  For some people this could be required for months, 
weeks or days, but it is a predicted course of the condition.  They can be based in 
hospices run by the third sector, or provided as community services.  Sources of data 
are mixed, as palliative care consultants can include some of their activity as FCEs 
for hospital episodes, however this will not reflect the palliative care provided by a 
range of other professionals. 
 
The National Council for Palliative Care undertake an annual survey of palliative care 
services, the National Survey of Patient Activity Data.  The 2005/06 survey reported 
evidence that the use of a computerised reporting system had produced an artificially 
high number of ‘non-cancer’ diagnoses11.  The system recorded as ‘other non-cancer’ 
a combination of non-specified diagnosis, ‘cancer or non-cancer’ and ‘unknown/not 
recorded’.  After eliminating flawed data, the percentage of non-cancer patients 
accessing palliative care services was shown to be 10.8%, but the authors 
considered that this figure could still be inflated. Home care and hospital support, are 
the services which see most patients, about 100,000 new patients each per year. 
Most inpatients, outpatients and day care patients will probably also receive either or 
both of these services. Hospital based palliative care services care for about 13% 
non-cancer patients whilst home based services manage about 6% of such patients.  
The authors concluded that an overall mean of about 9% or 10% would seem 
reasonable. Table 13 shows the percentage of non-cancer patients for each of the 
different types of service, these percentages may include some patients with long 
term neurological conditions, although more specific data does not appear to be 
available at present. 
 

Table 13:  Proportion of cancer and non-cancer patients accessing palliative care 
services by type of service. 

Type of service Cancer patients Non-cancer patients 
Hospice Inpatient 93.9% 6.1% 
Hospice Day care 90.7% 9.3% 
Home care 93.8% 6.2% 
Hospital support 86.9% 13.1% 
Hospital Outpatients 85.9% 14.1% 

Source:  National Council for Palliative Care 
 
Access to palliative care services for patients with neurological conditions is formally 
available through the End of Life pathways, but this may need to be more widely 
disseminated and developed by professionals working in neurological specialities. 
 
 
Summary 
 

• HES is a readily available data source which can help inform the activity and 
demand for neurological services. However, it does have limitations which 
include that it only contains data on inpatient admissions to hospital and 
therefore the activity undertaken by many community hospitals and hospices 
is not included.  Also the data depend on providers accurately coding their 
activity.  
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• Health inequalities appear to exist for emergency care with the most deprived 
areas having more emergency admissions compared to the least deprived 
areas.  

• There is variation in the age-specific rates of emergency admissions by 
Primary Care Organisations which could be due to the different practices of 
providers or the provision of community services which negates the need for 
an admission to an acute facility. 

• The age profile of neurological conditions and the extent to which 
neurological conditions impact on other disease groups means that pathways 
of care may be complex and multi-disciplinary. 

• There is very little primary care data available at a regional level.  Ongoing 
national work may improve this situation. 

• The prescribing data shows no specific trends between PCTs, but there are 
patterns of prescribing of specific groups of drugs that may warrant further 
investigation. 

• Better quality palliative care data would demonstrate if patients with LTNCs 
are able to access this type of care if and when they need it. 

• Do patients with LTNCs want this format of palliative care service? 
• Are palliative care services able to deliver the type of palliative care service 

and support that patients with LTNCs need? 
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CHAPTER 4 - SOCIAL CARE 
Social care provided by local authorities is an important component of the care 
pathways for LTNCs.  However, the focus is on levels of disability and need, not on 
medical diagnosis, so data are recorded very differently to health, and are therefore 
difficult to use for analysing LTNCs specifically. 
 
This section uses local authority data to attempt to illustrate access to social care for 
patients with long-term neurological conditions.  Local authorities submit returns 
annually about the performance of the social care services that they provide (tables 
14-19 and Appendix D).  This data contributes to the calculation of a local authority’s 
star rating and is therefore used proactively by local authorities as a monitoring tool 
and to inform service development, service plans and identification of priority groups.  
The data is divided into those aged 65 years and over and four groups for 18-64 
year olds, mental health, learning disabilities, substance misuse and physical 
disabilities.  The first and the latter groups primarily would include those with LTNCs. 
 
Table 14 describes the number of new assessments made in the recording period, 
equating to the number of individuals entering the social care assessments 
(incidence).  Those already in the social care system should receive an annual 
assessment of their needs.  Table 15 indicates the prevalence of use of the social 
care system by those with physical disabilities, whilst table 16 describes the number 
of individuals with these disabilities leaving the social care system.  There appear to 
be considerable differences in the number of carer’s assessments across the region. 
 
This data is collated into a small number of very broad condition categories.  LTNCs 
would fall into the category of physical impairment.  Analysis of this data by age 
group adds little to the interpretation of this data for the purpose of this HNA.  Local 
authorities do not collect or analyse data by any further subgroups, therefore it is 
difficult to understand how this can be used in this current format to identify priority 
groups. 
 
All local authorities should be moving towards provision of person centred services 
for all.  Individuals in receipt of such services will also be included in the assessment 
and review counts.  Performance in terms of provision of person centred services 
(QRs 8, 10 &11) is presented in tables 18 & 19 and Appendix D.  The variations 
between authorities may be due to the degree of development of person centred 
services within individual authorities.  Again although these do not relate solely to 
individuals with LTNCs they do however permit comparison of performance between 
local authorities in the North East and nationally. 
 
In this chapter we have used the terminology used by the social care data.  It should 
also be noted that Cumbria includes the whole of Cumbria.  It is not possible to 
comment further on obvious differences in practice between individual authorities, 
however this may be something that commissioners may wish to explore further 
 
Summary 

• Local authority social care data is difficult to relate to specific conditions, if it 
is going to be used then it may have to be adapted or changed.  

• Is this lack of specific data of concern to commissioners? 
• Or, can alternative ways be found of evaluating the access to, and 

appropriateness of social care provision for those with LTNCs? 
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Table 14:  Number of new assessments for clients with physical disabilities by local authority and age group. 

 
Source:  The Health and Social Care Information Centre 
 
 

England, 1 April 2007 to 31 March 2008 (provisional data) Rounded Numbers

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, 
frailty and/or 

temporary 
illness

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, frailty 
and/or 

temporary 
illness

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, frailty 
and/or 

temporary 
illness

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, 
frailty and/or 

temporary 
illness

England 5,210,000 .. 96,000 .. 89,000 .. 335,000 ..

NORTH EAST

Northumberland 3,295 .. 310 .. 695 .. 2,290 ..
Newcastle upon Tyne 4,340 3,885 865 745 825 780 2,645 2,360
North Tyneside 2,380 2,140 505 435 440 405 1,435 1,300

Gateshead 2,765 2,470 550 485 580 535 1,635 1,450
South Tyneside 1,945 1,825 350 330 405 385 1,190 1,115
Sunderland 4,450 4,245 950 890 1,065 1,025 2,430 2,330

Durham 3,705 3,535 675 635 755 730 2,275 2,170
Darlington 1,130 1,060 185 170 185 175 760 710

Hartlepool 1,375 1,255 370 330 330 305 670 620
Middlesbrough 1,130 20 310 5 235 5 585 5
Redcar & Cleveland 1,930 375 395 40 350 65 1,180 270
Stockton-on-Tees 2,015 340 460 10 475 10 1,080 325

Councils with Adult Social 
Services Responsibilities

18-64 Age GroupAll ages 65-74 Age Group 75 and over Age Group
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Table 15:  Number of clients with physical disabilities with completed reviews by local authority and age group 
 

 
Source:  The Health and Social Care Information Centre 

England, 1 April 2007 to 31 March 2008 (provisional data) Rounded numbers

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, 
frailty and/or 

temporary 
illness

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, 
frailty and/or 

temporary 
illness

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, 
frailty and/or 

temporary 
illness

Physical 
disability, 
frailty and 

sensory 
impairment

of which: 
physical 

disability, frailty 
and/or 

temporary 
illness

England .. .. 159,000 .. .. .. .. ..

NORTH EAST

Northumberland 8,410 .. 1,245 .. 1,210 .. 5,955 ..
Newcastle upon Tyne 5,060 4,730 665 615 630 605 3,765 3,510
North Tyneside 5,265 4,920 735 680 645 625 3,880 3,615

Gateshead 4,345 3,990 595 550 630 595 3,115 2,850
South Tyneside 3,100 2,595 365 - 450 440 2,285 2,150
Sunderland 7,540 7,245 1,155 1,070 1,170 1,115 5,215 5,060

Durham 9,840 9,365 1,645 1,530 1,450 1,395 6,745 6,445
Darlington 2,640 2,490 420 395 375 360 1,850 1,735

Hartlepool 2,820 2,740 530 520 525 520 1,765 1,700
Middlesbrough 2,585 85 500 10 375 10 1,710 65
Redcar & Cleveland 2,900 985 465 110 440 130 1,995 745
Stockton-on-Tees 4,495 900 875 25 855 35 2,765 840

Councils with Adult Social 
Services Responsibilities

75 and over Age Group65-74 Age Group18-64 Age GroupAll ages
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Table 16:  Number of clients for whom the assessment or review process was terminated during the period, by local authority and age group. 

 
Source:  The Health and Social Care Information Centre 

England, 1 April 2007 to 31 March 2008 (provisional data) Rounded numbers

All ages 18-64 65-74 75 and 
over

England .. .. .. ..

NORTH EAST

Northumberland 0 0 0 0
Newcastle upon Tyne 1,360 175 160 1,025
North Tyneside 555 95 60 400

Gateshead 2,325 305 340 1,680
South Tyneside .. .. .. ..
Sunderland 5,750 1,590 875 3,285

Durham 3,025 460 485 2,080
Darlington 465 125 70 265

Hartlepool 1,260 200 210 855
Middlesbrough 185 10 50 125
Redcar & Cleveland 755 120 130 505
Stockton-on-Tees 265 45 55 165

Councils with Adult Social 
Services Responsibilities
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Table 17:  Number of carers for whom assessments or reviews were offered by 
local authority 

 
Source:  The Health and Social Care Information Centre 

England, 1 April 2007 to 31 March 2008 (provisional data)

Carers assessed or 
reviewed 

separately

Carers assessed or 
reviewed jointly

Carers declining 
assessments

England .. .. ..

NORTH EAST

Northumberland 315 2,470 255
Newcastle upon Tyne 15 1,115 0
North Tyneside 60 1,385 275

Gateshead - 2,470 25
South Tyneside .. .. ..
Sunderland 25 4,510 45

Durham 185 1,635 970
Darlington 35 800 20

Hartlepool 1,380 0 95
Middlesbrough 560 0 30
Redcar & Cleveland 270 295 70
Stockton-on-Tees 265 470 0

Councils with Social 
Services Responsibilities

Physical disability, frailty and sensory impairment
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Table 18:  Estimated number of people receiving person-centred services during the survey week by region, 2007/08 1 2 

 
Source:  The Health and Social Care Information Centre 

 

Number

65 and 
over

Physical 
Disabilities

Learning 
Difficulties

Mental 
Health

Substance 
Abuse Carers Other Total

England 3 4 152,640 15,310 10,330 22,425 3,295 57,315 35,970 297,285

North East  9,740 635 360 870 105 5,440 2,660 19,810

Cumbria 4,745 45 0 35 0 2,230 255 7,305
Northumberland 15 - 0 - 30 15 40 105
Gateshead 1,955 90 110 110 0 220 245 2,740
Newcastle Upon Tyne 660 135 50 130 40 220 235 1,475
North Tyneside 130 80 25 100 10 345 125 820
South Tyneside 440 95 0 145 10 140 170 1,005
Sunderland 1,120 5 - 95 10 105 290 1,630
Hartlepool Ua 15 - 5 40 0 25 - 95
Middlesbrough Ua 65 0 10 55 0 45 - 175
Redcar And Cleveland 35 0 0 55 0 20 10 125
Stockton On Tees Ua 385 75 10 0 - 1,390 1,200 3,065
Durham 155 45 120 85 0 675 80 1,165
Darlington Ua 10 55 25 - 0 5 0 105

Source GFS1 form
1 Figures may include double counting where people have been counted by more than one scheme or more than once by the same scheme.
2 These figures may also include clients receiving services as the result of a council assessment.
3 Totals may not equal sum of councils due to rounding.
4 Data from 150 councils.

18-64
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Table19: Rate of people receiving person centred services per 100,000 population by region, 2007/08 1 2 3 

 
Source:  The Health and Social Care Information Centre 

 
 

Region
65 and 

over
Physical 

Disabilities
Learning 

Difficulties
Mental 
Health

Substance 
Abuse Carers Other

Council 
Total

England Average 4 

5 1,900 50 35 70 10 145 90 755

North East 1,850 35 20 45 - 225 110 820
North West 1,825 60 20 75 15 105 90 705
Yorkshire 3,205 40 50 70 5 160 110 1,060
East Midlands 1,580 25 15 65 - 65 30 505
West Midlands 1,805 40 40 105 10 160 85 780
South West 885 60 30 55 15 65 105 495
Eastern 2,500 50 25 95 10 270 185 1,130
London 2,540 65 50 70 15 130 85 765
South East 1,340 40 30 55 5 155 45 590

3  Based on data from 2006 ONS mid-year population estimates by age and region.
4 Totals may not equal sum of regions due to rounding.
5 Data from 147 councils.

18-64

Source GFS1 form

1 Figures may include double counting where people have been counted by more than one scheme or more than once by the same scheme.
2 These figures may also include clients receiving community based services as the result of a council assessment.
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CHAPTER 5 – CURRENT PERFORMANCE AGAINST 
QUALITY REQUIREMENTS 
A regional audit of gaps and strengths against the Quality Requirements set out in 
the NSF was undertaken in 2008 by the Regional Neurosciences Commissioning 
Network. 
 
The audit was based on a Department of Health questionnaire.  It was carried out in 
each locality by inviting local stakeholders to a half day event.  Participants had been 
sent the relevant QRs to allow prior consideration and the opportunity to discuss with 
colleagues before hand.  In some areas an electronic voting system was used to 
collate responses.  Each PCT submitted their responses for development of the 
regional profile. 
 
The following scoring system was used: 
70% and over – good / doing well 
45% and over – can do better 
Below 45% – poor 
 
The results were collated for a Regional Neurosciences Network meeting in 
September 2008 and the results were validated. 
 
Generally achievement was poor against most of the QRs, with none reaching 70%. 
The results of the audit are shown in table 20.  The areas illustrated in purple are 
areas that all PCTs need to address, those in blue some PCTs need to attend to, 
whilst others are for local action only. 
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Table 20  Collation of Gaps/Opportunities arising out of North East Regional Baseline Audit 2008 
 
 Q1 

Person Centred Service 
Q2 
Early Recognition 

Q3 
Emergency & Acute 
Management 

Q4 
Early & Specialist 
Rehabilitation 

Q5 
Community Rehabilitation 

North of 
Tyne 
 

 Patient held care plans 
 Pathways across 

providers 
 Information / individual 

needs 
 Review & EPP 

programmes NoT 

 Joint education & 
training across sectors 

 Enhanced service 
specifications 

 Explore special interest 
GPs in neuro 

 Extend outreach models 
of care from specialist 
teams 

 Sharing management 
protocols 

 Consistent protocols of 
care for people with 
brain injury not 
managed by secondary 
care 
 

 Monitoring admission / 
timescales 

 Integrated working 
across sectors 

 Review of admission & 
discharge criteria / 
flexible to meet needs 

 CBT training to allow 
people to support 
cognitive / behavioural 
needs 

 Sharing of protocols 
across community team 

 Self management 
strategies in care 
pathways 

 

South of 
Tyne 

 To develop culturally 
sensitive information  

 To develop self 
management /education 
programmes 

 Explore rapid access for 
GPs on neuro problems. 

 To explore/review the 
development of 
practitioners with special 
interest in community. 

 To explore development 
of Community neuro 
clinics  

 Protocol for breaking 
bad news and training 
for staff 

 Training for staff in 
recognition of neuro 
symptoms 

 

 Protocols implemented 
in line with NICE 
guidance – emergencies 

 Prompt assessment by 
neuro experts 

 Access to specialist 
centres for advice 

 Protocols fir people not 
admitted to hospital 

 Prompt transfer to 
specialist centres 

 Prompt local repatriation 
for those no longer 
requiring specialist 
centre 

 Repatriation to areas 
where staff have neuro 
expertise 

 Admission of patients 
within agreed 
timescales for rehab 

 High intensity rehab 
 Rehab provided by 

coordinated mdt team 
 24/7 approach to 

rehabilitation  
 inreaching/outreaching 

to all settings 
 rehab for people with 

profound and complex 
disabilities, cognitive or 
behavioural needs 

 Rehab for people with 
other medical needs. 

 To provide goal based 
community neuro rehab  

 To promote community 
rehab that promotes 
social participation. 

 To provide rehabilitation 
in range of community 
settings 

 To provide integrated 
health and social care 
support for rehab. 

 To develop protocols for 
accessing mental health 
services. 

 To provide services for 
people with cognitive 
/behavioural 
management needs. 
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Durham 
 
 

 To develop SLAs that 
provide integrated 
pathways across providers 

 Range of providers – Co. 
Durham & Darlington / 
South Tees / Newcastle 

 Specialist clinics with 
specialist nurses but 
inconsistent across 
county 

 Formal protocols need to 
be implemented by South 
Tees 

 Mapping continues in 
CDDFT but most ill 
patients transfer to 
regional centre 

 Shortage of therapists & 
consultant at STHT (in 
patient facility) limits co-
ordinated care, acute 
ward environment, 
timescales for rehab, and 
admission criteria  

 Access to Regional Spinal 
Injuries Unit 

 Access to Walkergate 
Park for complex need 
rehab – diverse range of 
patient rehab 

 Support for return home 

 Range of providers and 
provision of services 
across county – general 
rehabilitation access 
available as changes 
occur 

Tees 
 
 

 Information access at 
diagnosis & ongoing 

 Named co-ordinators for 
complex conditions 

 Care plan that addresses 
future needs 

 Annual reviews needed 
 Culturally appropriate 

information 
 Self management 

programmes 

 GP rapid access/support – 
promote 

 Joint education forum for 
all staff 

 Medication reviews 
 MDT clinics in community 
 More practitioners in 

community  
 Review access to Genetic 

services 
 NICE guidance for 

diagnosis and treatment. 
 Protocols for specialist 

opinion within timescales 
 MDT outpatient clinics 
 Breaking bad news 

training 

 Protocols for ABI to be 
fully implemented 

 Resourcing for prompt 
transfer of patients to 
specialist service 

 Protocol for people with 
ABI not cared for 

 Repatriation of people 
with appropriate ongoing 
care with neuro 
expertise. 

 Shortage of therapists & 
consultant at STHT (in 
patient facility) limits co-
ordinated care, acute 
ward environment, 
timescales for rehab, and 
admission criteria 

 Lack of high intensity 
rehab.  

 NICE Guidance not 
implemented fully 

 Admission / discharge 
criteria / flexible and 
changing needs 

 High intensity rehab 
needed 

 Develop 24/7 approach 
to rehab 

 Rehab for Severe 
cognitive & behavioural 
problems and complex 
rehab needs 

 Outpatient / day 
rehabilitation services 

 Range of community 
settings needed 

 Rehab & support for CBT 
 Specialist mental health 

services 
 Access to community 

rehab neuro specialist in 
the community  
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 Q6 
Vocational 
Rehabilitation 

Q7 
Equipment & 
Accommodation 

Q8 
Personal Care & 
Support 

Q9 
Palliative Care 

Q10 
Support for Family & 
Carers 

Q11 
Care in Hospital or 
other setting 

North of 
Tyne 
 

 Consistent delivery 
of vocational rehab 
across specialist 
vocational rehab 

 Monitor & evaluate 
outcomes 
 

 Explore further take 
up of direct payments 
& individual budgets 

 LA partnership with 
learning & supported 
living options 

 Access to fast track 
equipment / 
technology 

 Increase flexible 
short term care 
and respite in 
home 

 Assess training 
programmes 
available for care 
staff 

 Direct payments 
 Equitable access 

for full funded CC 
 Prompt 

reassessment 
when needed 

 CHC/FNC 
assessment 

 Implementation of 
advanced (Care 
Planning Directives) 
for LTnC 

 Effective training for 
care staff across all 
settings 

 Integrated training 
between specialist 
rehab and palliative 
care 

 Timely access to 
palliative care for 
rapid disease 
progression 

 Increase support 
for people with 
LTnC and 
adjustment for 
cognitive / 
behavioural 

 Increase carer 
breaks 

 Training for staff 
working with 
people with LTnC 

 Strategies to 
address BME 
conditions 

 LTnC in a neuro 
setting that care plan 
is available to all staff 

 Formal protocols for 
handover from 
specialist setting 

 Review admissions 
interview 

 Providing choice of 
care in a non neuro 
setting 

 Access to translation 
services 

South of 
Tyne 
 

 Range of Vocational 
support and 
specialist needs 
across rehab in 
community 

 Outcomes from 
vocational rehab 
providers? 
 

 Links with assistive 
technology and neuro 
rehab providers to 
support people with 
LTnC  

 Vouchers for 
wheelchairs. 

 Supported living 
schemes 

 Housing register for 
adapted properties 

 Fastracking of 
adaptations/housing 
needs for rapidly 
progressing 
conditions 

 Access to supporting 
people programmes 

 Provision of 
training for staff 
carrying out 
assessments when 
needs change. 

 Equitable access to 
services under 
FACS 

 Equitable access to  
NHS funded 
Continuing Care 
and full range of  
needs 

 

 Care staff in range of 
settings have 
education in neuro 
conditions 

 Palliative care 
services to accept 
people with rapidly 
progressing 
conditions 

 Carer support for 
managing 
cognitive and 
behavioural 
conditions 

 Carer awareness 
and training 

 Support for 
families in BME 
communities 

 Carers projects 
that support neuro 
specifically 

 Neurological care 
plan is available in 
non neuro settings 

 Medication given at 
specific times in care 
plan 

 Support for self 
medication  

 Support and follow 
advanced directives 
in later stages. 

 Protocols for liaison 
between specialist 
and community care 
team involved in 
delivering care 

 Pre admission 
interviews and 
planning 
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 Consultation with  
individual and family 
in meeting all needs 

 Documentation 
available for all staff 
providing care 

 Option of receiving 
non neuro care in a 
neuro setting 

Durham 
 
 

 Service provided by 
IS sector provider 
but capacity not 
utilised 

 Link with Public 
Health on 
worklessness 

 Equipment provided 
but a limited range 

 Exceptions can cause 
delays eg from 
outside of area ie 
South Tees 

 Gaps in knowledge / 
mapping needed 

 Inconsistency 
between health & 
social care provision 
with FACS 

 Health staff not 
involved in direct 
payments 

 Monday – Friday only 

 Mapping still in 
progress but 
inconsistencies in 
SLAs across PCTs 
and integrated 
services may 
provide different 
services depending 
on locality 

 Review with joint 
commissioning 

 Full mapping in 
progress although QR 
addressed.  However 
local implementation / 
review of referral 
procedures advocated 

 Mapping continues  Mapping continues 

Tees 
 
 

 Provision of 
vocational rehab on 
partial care plan 

 Specialist provision 
to include range of 
services 

 Monitor outcomes 

 Provision of 
equipment to national 
standards – wide 
range 

 Direct payments for 
equipment 

 ?? options needed 
 Review of AT 
 Joint funding for 

complex / specialist 
needs 

 Supported living and 
housing options 

 Short term flexible 
& respite care in 
home 

 Provision of range 
of rehab in home 

 Training of care 
staff in neuro 

 Access and support 
for care staff from 
specialist teams 

 Equitable access 
for CC 

 

 Specialist rehab and 
palliative care teams 
to work together 

 Early referral of new 
patients – rapid 
progress 

 Training for staff 
caring for people in 
advanced stages. 

 Increase carers 
assessments & 
identification of 
needs / review 

 Support for carers 
from BME 
communities 

 Training for staff 
working with carer 
awareness 

 Support for carers 
of patients with 
behavioural 

 Review timing of 
medication according 
to care plan 

 Review support for 
self medication for 
those able / want to 

 Support 
implementation of 
advanced directives  

 Care plan available to 
all in caring role 

 Consultation with 
family on how best to 
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 DFG – process too 
long / modernisation 
funding 

 Housing  register  
 Fast tracking & direct 

access for North of 
Tees  

 Monday – Friday only 

conditions 
 Carers project for 

LTnC 

meet their needs 
 Community care 

team / specialist 
team support in a 
neuro setting 

 Protocols between 
provider and 
specialist team 

 Pre-admission 
interviews and 
arrangements 

 Option of non neuro 
referrals received in 
neuro setting 
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CHAPTER 6 - CONCLUSIONS AND 
RECOMMENDATIONS 
Conclusions 
 
This final section summarises the findings of this HNA and makes recommendations 
for the future commissioning of services. 
 
As a group long term neurological conditions are relatively common in the 
population.  Published national estimates of incidence and prevalence and death 
certification have been used to provide local estimates where local data is 
unavailable.  However, these can only give an indication of numbers, not complexity 
which is likely to have a greater bearing on need and demand for services. 
 
A local approach to data collection about one specific condition, Multiple Sclerosis, is 
described.  It is suggested that this type of approach may be replicable in other 
areas and for other conditions and clearly demonstrates that with careful 
interrogation general practice records could provide a wealth of information. 
 
Hospital Episode Statistics (HES) is a readily available data source which can help 
inform the activity and demand for neurological services in secondary and tertiary 
care.  However it does have limitations which include that it only contains data on 
inpatient admissions to hospital and therefore the activity undertaken by many 
community hospitals and hospices is not included.  Also the data depend on 
providers accurately coding their activity. 
 
Health inequalities appear to exist for emergency care with the most deprived areas 
having more emergency admissions compared to the least deprived areas.  There is 
variation in the age-specific rates of emergency admissions by Primary Care 
Organisations which could be due to the different practices of providers or the 
provision of community services which negates the need for an admission to an 
acute facility. 
 
The age profile of neurological conditions and the extent to which neurological 
conditions impact on other disease groups means that pathways of care may be 
complex and multi-disciplinary. 
 
There is very little primary care data available at a regional level. 
 
The prescribing data shows no specific trends between PCTs, but there are patterns 
of prescribing of specific groups of drugs that may warrant further investigation. 
 
Better quality palliative care data would help understand whether patients with 
LTNCs are able to access this type of care if and when they need it.  Furthermore, it 
is not known if palliative care services are able to deliver the type of palliative care 
service and support that patients with LTNCs want or need. 
 
Access to social care for patients with LTNCs is another area with limited data.  The 
nature of the broad categories used in the collection of local authority data 
significantly limit the deductions that can be made about access to and utilisation of 
social care services by those with specific LTNCs.  There is a need to explore 
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alternative ways of evaluating the access to, and appropriateness of social care 
provision for those with LTNCs. 
 
A regional baseline audit of services for individuals with LTNCs has been carried out 
against the eleven quality requirements set out in the NSF.  Generally achievement 
was poor against most of the QRs, with none reaching 70% (70% and over – good / 
doing well). 
 
This HNA of long term neurological conditions has been limited by the availability of 
data.  For these reasons it can only be considered as an initial step in establishing 
the needs of this particular group of patients. 
 
Recommendations 
 
Recommendations are made for the future commissioning of services.  Many of these 
recommendations focus on the need to further refine the analyses to answer specific 
questions that will arise from this HNA.  There is a need for improved and unified 
systems of data collection.  This should be a pre-requisite for service development 
and should go hand in hand with any structural changes that the network may 
introduce in the future.  There are also recommendations for collection of either new 
data or different ways of collecting data to address gaps, in particular in primary care 
and social care.  Commissioners need to consider what additional information is 
required: 
 

• For their strategic commissioning plans 
• For future data collection and use 

 
Recommendation 1 
An agreed definition of which conditions should be considered as LTNCs should be 
developed.  This is probably beyond the capacity of the network, and needs to be 
debated nationally and in the literature.  The list of HES codings used in this 
document could be a starting point. 
 
Recommendation 2 
There is a need to have improved and unified systems across the North East SHA for 
routine collection of data on incidence and prevalence of long term neurological 
conditions.  Such a data set could usefully attempt to record degree of disability, for 
which little data is currently available.  Local approaches to specific conditions may 
be a useful starting point. 
 
Recommendations 3 
There is a need for activity data related to the management of LTNCs in the 
community and in palliative care to complement the HES data which exists for 
secondary and tertiary services. 
 
Recommendations 4 
Similarly there is a need for data relating the access and uptake of rehabilitation 
services. 
 
Recommendations 5 
Alternative ways should be explored of evaluating access to, and the appropriateness 
of social care provision for those with LTNCs and their families and carers.  
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Appendix A - Estimates of Incidence and Prevalence of Long Term 
Neurological Conditions 
 
Table A1 – Estimated incidence of central nervous system infections by PCT and 
PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
 
 
 
  

Populationa Incidencebcd

(all ages) No.

England 50,762.9 3756

NORTH EAST 2,555.7 189

North of Tyne 775.4 57
Northumberland 309.9 23
Newcastle upon Tyne 270.5 20
North Tyneside 195.0 14

South of Tyne 622.1 46
Gateshead 190.5 14
South Tyneside 151.0 11
Sunderland 280.6 21

County Durham and Darlington 600.0 44
Durham 500.7 37
Darlington 99.3 7

Tees 558.1 41
Hartlepool 91.1 7
Middlesbrough 138.4 10
Redcar & Cleveland 139.5 10
Stockton-on-Tees 189.1 14

Note:
a 2006 mid year population estimates
b UK incidence - 7.4 per 100,000
c UK prevalence - Unknown
d Rounded numbers
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Table A2 – Prevalence of cerebral palsy by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 94419

NORTH EAST 2,555.7 4754

North of Tyne 1442
Northumberland 309.9 576
Newcastle upon Tyne 270.5 503
North Tyneside 195.0 363

South of Tyne 1157
Gateshead 190.5 354
South Tyneside 151.0 281
Sunderland 280.6 522

County Durham and Darlington 1116
Durham 500.7 931
Darlington 99.3 185

Tees 1038
Hartlepool 91.1 169
Middlesbrough 138.4 257
Redcar & Cleveland 139.5 259
Stockton-on-Tees 189.1 352

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 144 per 100,000
d Rounded numbers
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Table A3 – Prevalence of Charcot Marie Tooth disease by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 20305

NORTH EAST 2,555.7 1022

North of Tyne 775.4 310
Northumberland 309.9 124
Newcastle upon Tyne 270.5 108
North Tyneside 195.0 78

South of Tyne 622.1 249
Gateshead 190.5 76
South Tyneside 151.0 60
Sunderland 280.6 112

County Durham and Darlington 600.0 240
Durham 500.7 200
Darlington 99.3 40

Tees 558.1 223
Hartlepool 91.1 36
Middlesbrough 138.4 55
Redcar & Cleveland 139.5 56
Stockton-on-Tees 189.1 76

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 40 per 100,000
d Rounded numbers
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Table A4 – Prevalence of dystonia by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
 

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 32996

NORTH EAST 2,555.7 1661

North of Tyne 775.4 504
Northumberland 309.9 201
Newcastle upon Tyne 270.5 176
North Tyneside 195.0 127

South of Tyne 622.1 404
Gateshead 190.5 124
South Tyneside 151.0 98
Sunderland 280.6 182

County Durham and Darlington 600.0 390
Durham 500.7 325
Darlington 99.3 65

Tees 558.1 363
Hartlepool 91.1 59
Middlesbrough 138.4 90
Redcar & Cleveland 139.5 91
Stockton-on-Tees 189.1 123

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 65 per 100,000
d Rounded numbers
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Table A5 – Incidence and prevalence of epilepsy by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
 

Populationa Incidencebd Prevalencecd

(all ages) No. No.

England 50,762.9 40610 253815

NORTH EAST 2,555.7 2045 12779

North of Tyne 775.4 620 3877
Northumberland 309.9 248 1550
Newcastle upon Tyne 270.5 216 1353
North Tyneside 195.0 156 975

South of Tyne 622.1 498 3111
Gateshead 190.5 152 953
South Tyneside 151.0 121 755
Sunderland 280.6 224 1403

County Durham and Darlington 600.0 480 3000
Durham 500.7 401 2504
Darlington 99.3 79 497

Tees 558.1 446 2791
Hartlepool 91.1 73 456
Middlesbrough 138.4 111 692
Redcar & Cleveland 139.5 112 698
Stockton-on-Tees 189.1 151 946

Note:
a 2006 mid year population estimates
b UK incidence - 80 per 100,000
c UK prevalence - 500 per 100,000
d Rounded numbers
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Table A6– Prevalence of essential tremor by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
 
  

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 431485

NORTH EAST 2,555.7 21723

North of Tyne 775.4 6591
Northumberland 309.9 2634
Newcastle upon Tyne 270.5 2299
North Tyneside 195.0 1658

South of Tyne 622.1 5288
Gateshead 190.5 1619
South Tyneside 151.0 1284
Sunderland 280.6 2385

County Durham and Darlington 600.0 5100
Durham 500.7 4256
Darlington 99.3 844

Tees 558.1 4744
Hartlepool 91.1 774
Middlesbrough 138.4 1176
Redcar & Cleveland 139.5 1186
Stockton-on-Tees 189.1 1607

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 850 per 100,000
d Rounded numbers
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Table A7 – Prevalence of hereditary ataxia (including Friedrich’s Ataxia) by PCT and 
PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
  

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 5000

NORTH EAST 2,555.7 252

North of Tyne 775.4 76
Northumberland 309.9 31
Newcastle upon Tyne 270.5 27
North Tyneside 195.0 19

South of Tyne 622.1 61
Gateshead 190.5 19
South Tyneside 151.0 15
Sunderland 280.6 28

County Durham and Darlington 600.0 59
Durham 500.7 49
Darlington 99.3 10

Tees 558.1 55
Hartlepool 91.1 9
Middlesbrough 138.4 14
Redcar & Cleveland 139.5 14
Stockton-on-Tees 189.1 19

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 5000 per 100,000
d Rounded numbers
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Table A8 – Prevalence of Huntington’s disease by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
  

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 6853

NORTH EAST 2,555.7 345

North of Tyne 775.4 105
Northumberland 309.9 42
Newcastle upon Tyne 270.5 37
North Tyneside 195.0 26

South of Tyne 622.1 84
Gateshead 190.5 26
South Tyneside 151.0 20
Sunderland 280.6 38

County Durham and Darlington 600.0 81
Durham 500.7 68
Darlington 99.3 13

Tees 558.1 75
Hartlepool 91.1 12
Middlesbrough 138.4 19
Redcar & Cleveland 139.5 19
Stockton-on-Tees 189.1 26

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 13.5 per 100,000
d Rounded numbers
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Table A9 – Incidence and prevalence of migraine by PCT and PCT cluster 
 

Source: Neuro numbers7, National Workforce Projects8 

Populationa Incidencebd Prevalencecd

(all ages) No. No.

England 50,762.9 203052 7614435

NORTH EAST 2,555.7 10223 383355

North of Tyne 775.4 3102 116310
Northumberland 309.9 1240 46485
Newcastle upon Tyne 270.5 1082 40575
North Tyneside 195.0 780 29250

South of Tyne 622.1 2488 93315
Gateshead 190.5 762 28575
South Tyneside 151.0 604 22650
Sunderland 280.6 1122 42090

County Durham and Darlington 600.0 2400 90000
Durham 500.7 2003 75105
Darlington 99.3 397 14895

Tees 558.1 2232 83715
Hartlepool 91.1 364 13665
Middlesbrough 138.4 554 20760
Redcar & Cleveland 139.5 558 20925
Stockton-on-Tees 189.1 756 28365

Note:
a 2006 mid year population estimates
b UK incidence - 400 per 100,000
c UK prevalence - 15,000 per 100,000
d Rounded numbers
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Table A10– Incidence and prevalence of Motor Neurone disease by PCT and PCT 
cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Incidencebd Prevalencecd

(all ages) No. No.

England 50,762.9 1015 3553

NORTH EAST 2,555.7 51 179

North of Tyne 775.4 16 54
Northumberland 309.9 6 22
Newcastle upon Tyne 270.5 5 19
North Tyneside 195.0 4 14

South of Tyne 622.1 12 44
Gateshead 190.5 4 13
South Tyneside 151.0 3 11
Sunderland 280.6 6 20

County Durham and Darlington 600.0 12 42
Durham 500.7 10 35
Darlington 99.3 2 7

Tees 558.1 11 39
Hartlepool 91.1 2 6
Middlesbrough 138.4 3 10
Redcar & Cleveland 139.5 3 10
Stockton-on-Tees 189.1 4 13

Note:
a 2006 mid year population estimates
b UK incidence - 2 per 100,000
c UK prevalence - 7 per 100,000
d Rounded numbers
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Table A11– Incidence and prevalence of Multiple Sclerosis by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Incidencebd Prevalencecd

(all ages) No. No.

England 50,762.9 2031 73099

NORTH EAST 2,555.7 102 3680

North of Tyne 775.4 31 1117
Northumberland 309.9 12 446
Newcastle upon Tyne 270.5 11 390
North Tyneside 195.0 8 281

South of Tyne 600.0 25 896
Gateshead 190.5 8 274
South Tyneside 151.0 6 217
Sunderland 280.6 11 404

622.1
County Durham and Darlington 600.0 24 864
Durham 500.7 20 721
Darlington 99.3 4 143

Tees 558.1 22 804
Hartlepool 91.1 4 131
Middlesbrough 138.4 6 199
Redcar & Cleveland 139.5 6 201
Stockton-on-Tees 189.1 8 272

Note:
a 2006 mid year population estimates
b UK incidence - 4 per 100,000
c UK prevalence - 144 per 100,000
d Rounded numbers
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Table A12 – Prevalence of Muscular Dystrophy by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 25381

NORTH EAST 2,555.7 1278

North of Tyne 775.4 388
Northumberland 309.9 155
Newcastle upon Tyne 270.5 135
North Tyneside 195.0 98

South of Tyne 622.1 311
Gateshead 190.5 95
South Tyneside 151.0 76
Sunderland 280.6 140

County Durham and Darlington 600.0 300
Durham 500.7 250
Darlington 99.3 50

Tees 558.1 279
Hartlepool 91.1 46
Middlesbrough 138.4 69
Redcar & Cleveland 139.5 70
Stockton-on-Tees 189.1 95

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 50 per 100,000
d Rounded numbers
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Table A13: Incidence and prevalence of Parkinson’s disease by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
 

Populationa Incidencebd Prevalencecd

(all ages) No. No.

England 50,762.9 8630 101526

NORTH EAST 2,555.7 434 5111

North of Tyne 775.4 132 1551
Northumberland 309.9 53 620
Newcastle upon Tyne 270.5 46 541
North Tyneside 195.0 33 390

South of Tyne 622.1 106 1244
Gateshead 190.5 32 381
South Tyneside 151.0 26 302
Sunderland 280.6 48 561

County Durham and Darlington 600.0 102 1200
Durham 500.7 85 1001
Darlington 99.3 17 199

Tees 558.1 95 1116
Hartlepool 91.1 15 182
Middlesbrough 138.4 24 277
Redcar & Cleveland 139.5 24 279
Stockton-on-Tees 189.1 32 378

Note:
a 2006 mid year population estimates
b UK incidence - 17 per 100,000
c UK prevalence - 200 per 100,000
d Rounded numbers
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Table A14 – Prevalence of post-polio syndrome by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 
 

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 126907

NORTH EAST 2,555.7 6389

North of Tyne 775.4 1939
Northumberland 309.9 775
Newcastle upon Tyne 270.5 676
North Tyneside 195.0 488

South of Tyne 622.1 1555
Gateshead 190.5 476
South Tyneside 151.0 378
Sunderland 280.6 702

County Durham and Darlington 600.0 1500
Durham 500.7 1252
Darlington 99.3 248

Tees 558.1 1395
Hartlepool 91.1 228
Middlesbrough 138.4 346
Redcar & Cleveland 139.5 349
Stockton-on-Tees 189.1 473

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 250 per 100,000
d Rounded numbers
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Table A15– Prevalence of spina bifida and hydrocephalus by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Prevalencebcd

(all ages) No.

England 50,762.9 12183

NORTH EAST 2,555.7 613

North of Tyne 775.4 186
Northumberland 309.9 74
Newcastle upon Tyne 270.5 65
North Tyneside 195.0 47

South of Tyne 622.1 149
Gateshead 190.5 46
South Tyneside 151.0 36
Sunderland 280.6 67

County Durham and Darlington 600.0 144
Durham 500.7 120
Darlington 99.3 24

Tees 558.1 134
Hartlepool 91.1 22
Middlesbrough 138.4 33
Redcar & Cleveland 139.5 33
Stockton-on-Tees 189.1 45

Note:
a 2006 mid year population estimates
b UK incidence - Unknown
c UK prevalence - 24 per 100,000
d Rounded numbers
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Table A16 – Incidence and prevalence of spinal cord injury by PCT and PCT cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Incidencebd Prevalencecd

(all ages) No. No.

England 50,762.9 1015 25381

NORTH EAST 2,555.7 51 1278

North of Tyne 775.4 16 388
Northumberland 309.9 6 155
Newcastle upon Tyne 270.5 5 135
North Tyneside 195.0 4 98

South of Tyne 622.1 12 311
Gateshead 190.5 4 95
South Tyneside 151.0 3 76
Sunderland 280.6 6 140

County Durham and Darlington 600.0 12 300
Durham 500.7 10 250
Darlington 99.3 2 50

Tees 558.1 11 279
Hartlepool 91.1 2 46
Middlesbrough 138.4 3 69
Redcar & Cleveland 139.5 3 70
Stockton-on-Tees 189.1 4 95

Note:
a 2006 mid year population estimates
b UK incidence - 2 per 100,000
c UK prevalence - 50 per 100,000
d Rounded numbers
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Table A17 – Incidence and prevalence of traumatic brain injury by PCT and PCT 
cluster 
 

 
Source: Neuro numbers7, National Workforce Projects8 

Populationa Incidencebd Prevalencecd

(all ages) No. No.

England 50,762.9 88835 609155

NORTH EAST 2,555.7 4472 30668

North of Tyne 775.4 1357 9305
Northumberland 309.9 542 3719
Newcastle upon Tyne 270.5 473 3246
North Tyneside 195.0 341 2340

South of Tyne 622.1 1089 7465
Gateshead 190.5 333 2286
South Tyneside 151.0 264 1812
Sunderland 280.6 491 3367

County Durham and Darlington 600.0 1050 7200
Durham 500.7 876 6008
Darlington 99.3 174 1192

Tees 558.1 977 6697
Hartlepool 91.1 159 1093
Middlesbrough 138.4 242 1661
Redcar & Cleveland 139.5 244 1674
Stockton-on-Tees 189.1 331 2269

Note:
a 2006 mid year population estimates
b UK incidence - 175 per 100,000 - leading to hospital admission
c UK prevalence - 1200 per 100,000 - with long term problems
d Rounded numbers
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Table A18 - Disability levels for children on the North of England Collaborative 
Cerebral Palsy Survey (NECCPS). 
District or area Mild Moderate Severe Total 
     
North of Tyne 40 111 40 191 
Northumberland  11 44 19 74 
North Tyneside     12 30 12 54 
Newcastle    17 37 9 63 
     
South of Tyne & Wear 25 126 41 192 
Gateshead    7 34 6 47 
South Tyneside    5 28 9 42 
Sunderland     13 64 26 103 
     
Co Durham & 
Darlington 28 112 42 182 
Darlington   5 25 10 40 
Durham     7 21 13 41 
NW Durham   3 22 7 32 
S Durham    13 44 12 69 
     
Tees 23 123 38 184 
Hartlepool      3 29 9 41 
North Tees       12 43 11 66 
South Tees      8 51 18 77 
     
North Cumbria   9 43 13 65 
          

Source: RMSO 
 
The North of England Collaborative Cerebral Palsy Survey (NECCPS) records disability 
levels for children diagnosed with cerebral palsy based on both clinical information 
and a parent-completed lifestyle assessment questionnaire.  Data is presented only 
for those children where all this information is complete (Table A18).  The apparent 
high numbers of children with cerebral palsy in Sunderland is due to high 
ascertainment and consent levels as it is the only area that runs a specialist cerebral 
palsy clinic. 
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Appendix B - HES analysis 
 
Appendix  B1: Understanding HES data  
Each year approximately 15 million records for inpatients and day cases are 
generated, containing individual patient details such as age, sex, dates of admission 
and discharge, diagnoses, treatments and operations.  Data are cleansed and 
validated by the Information Centre and are made available annually to NHS 
organisations as financial year extracts.   
 
HES is not a live system and it usually takes between 9 and 12 months for a full 
financial year to be available.  The most recent annual publication is the 2007/08 
dataset which has been utilised for most of the data contained in this section.  For 
more information about the HES dataset please visit www.hesonline.nhs.uk. 
 
Within the HES dataset, the main unit of recording is the Finished Consultant Episode 
(FCE) which represents a period of admitted care where the patient was under the 
responsibility of one consultant within one healthcare provider.   Up to 14 different 
diagnoses and procedures can be recorded for each FCE.   Note, a FCE is different 
from a single stay in hospital (spell) as a patient could have multiple episodes within 
one spell, ie the patient was transferred from one consultant to another during their 
stay.     
 
We can analyse this data by provider (eg all the people treated in a hospital) or by 
commissioner (eg all the people who live within a PCT who are treated anywhere).  
 
Diagnoses are currently coded according to the International Classification of 
Diseases, 10th Revision (ICD-10) and procedures and interventions according to the 
Office of Population, Censuses and Surveys: Classification of interventions and 
procedures, 4th Revision (OPCS-4).   For this report we collected data on every FCE 
that had a neurological condition coded as either a primary diagnosis (the reason for 
the admission) or coded in any of the secondary diagnoses.  
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Appendix  B2: Neurological conditions chosen for inclusion 
NeuroNetwork Condition ICD10 Description NeuroNetwork Condition ICD10 Description 

CNS infections G000 Haemophilus meningitis Multiple sclerosis G35X Multiple sclerosis 

CNS infections G001 Pneumococcal meningitis Multiple sclerosis G360 Neuromyelitis optica [Devic] 

CNS infections G002 Streptococcal meningitis Multiple sclerosis G361 
Acute and subacute haemorrhagic 
leukoencephalitis [Hurst] 

CNS infections G003 Staphylococcal meningitis Multiple sclerosis G368 Other specified acute disseminated demyelination 

CNS infections G008 Other bacterial meningitis Multiple sclerosis G369 Acute disseminated demyelination, unspecified 

CNS infections G009 Bacterial meningitis, unspecified Multiple sclerosis G370 Diffuse sclerosis 

CNS infections G060 Intracranial abscess and granuloma Multiple sclerosis G371 Central demyelination of corpus callosum 

CNS infections G061 Intraspinal abscess and granuloma Multiple sclerosis G372 Central pontine myelinolysis 

CNS infections G062 Extradural and subdural abscess, unspecified Multiple sclerosis G373 
Acute transverse myelitis in demyelinating disease 
of CNS 

Dystonia G240 Drug-induced dystonia Multiple sclerosis G374 Subacute necrotizing myelitis 

Dystonia G241 Idiopathic familial dystonia Multiple sclerosis G375 Concentric sclerosis 

Dystonia G242 Idiopathic nonfamilial dystonia Multiple sclerosis G378 Other spec demyelinating diseases of cns 

Dystonia G243 Spasmodic torticollis Multiple sclerosis G379 Demyelinating disease of central nervous system 

Dystonia G244 Idiopathic orofacial dystonia Multiple sclerosis G960 Cerebrospinal fluid leak 

Dystonia G245 Blepharospasm Multiple sclerosis G961 Disorders of meninges, not elsewhere classified 

Dystonia G248 Other dystonia Multiple sclerosis G968 
Other specified disorders of central nervous 
system 

Dystonia G249 Dystonia, unspecified Multiple sclerosis G969 Disorder of central nervous system, unspecified 

Encephalitis G020 Meningitis in viral diseases classified elsewhere Neuropathies G560 Carpal tunnel syndrome 

Encephalitis G021 Meningitis in mycoses Neuropathies G561 Other lesions of median nerve 

Encephalitis G028 Meningitis in other spec infectious and parasitic dis EC Neuropathies G562 Lesion of ulnar nerve 

Encephalitis G040 Acute disseminated encephalitis Neuropathies G563 Lesion of radial nerve 

Encephalitis G041 Tropical spastic paraplegia Neuropathies G564 Causalgia 

Encephalitis G042 Bacterial meningoencephalitis and meningomyelitis NEC Neuropathies G568 Other mononeuropathies of upper limb 

Encephalitis G048 Other encephalitis, myelitis and encephalomyelitis Neuropathies G569 Mononeuropathy of upper limb, unspecified 
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Encephalitis G049 Encephalitis, myelitis and encephalomyelitis, unspecified Neuropathies G570 Lesion of sciatic nerve 

Encephalitis G114 Hereditary spastic paraplegia Neuropathies G571 Meralgia paraesthetica 

Encephalitis G118 Other hereditary ataxias Neuropathies G572 Lesion of femoral nerve 

Encephalitis G119 Hereditary ataxia, unspecified Neuropathies G573 Lesion of lateral popliteal nerve 

Encephalitis G92X Toxic encephalopathy Neuropathies G574 Lesion of medial popliteal nerve 

Epilepsy G400 Locl-rel(foc)(part)idiop epilep/ epilptic syn seiz locl ons Neuropathies G575 Tarsal tunnel syndrome 

Epilepsy G401 Locl-rel(foc)part)symp epilep/ epilptic syn simpe part seiz Neuropathies G576 Lesion of plantar nerve 

Epilepsy G402 Locl-rel(foc)part)symp epilep/epilptic syn coplex part seiz Neuropathies G578 Other mononeuropathies of lower limb 

Epilepsy G403 Generalized idiopathic epilepsy and epileptic syndromes Neuropathies G579 Mononeuropathy of lower limb, unspecified 

Epilepsy G404 Other generalized epilepsy and epileptic syndromes Neuropathies G580 Intercostal neuropathy 

Epilepsy G405 Special epileptic syndromes Neuropathies G587 Mononeuritis multiplex 

Epilepsy G406 
Grand mal seizures, unspecified (with or without petit 
mal) Neuropathies G588 Other specified mononeuropathies 

Epilepsy G407 Petit mal, unspecified, without grand mal seizures Neuropathies G589 Mononeuropathy, unspecified 

Epilepsy G408 Other epilepsy Neuropathies G600 Hereditary motor and sensory neuropathy 

Epilepsy G409 Epilepsy, unspecified Neuropathies G601 Refsum's disease 

Epilepsy G410 Grand mal status epilepticus Neuropathies G602 Neuropathy in association with hereditary ataxia 

Epilepsy G411 Petit mal status epilepticus Neuropathies G603 Idiopathic progressive neuropathy 

Epilepsy G412 Complex partial status epilepticus Neuropathies G608 Other hereditary and idiopathic neuropathies 

Epilepsy G418 Other status epilepticus Neuropathies G609 Hereditary and idiopathic neuropathy, unspecified 

Epilepsy G419 Status epilepticus, unspecified Neuropathies G610 Guillain-Barr syndrome 

Hereditary ataxia G110 Congenital nonprogressive ataxia Neuropathies G611 Serum neuropathy 

Hereditary ataxia G111 Early-onset cerebellar ataxia Neuropathies G618 Other inflammatory polyneuropathies 

Hereditary ataxia G112 Late-onset cerebellar ataxia Neuropathies G619 Inflammatory polyneuropathy, unspecified 

Hereditary ataxia G113 Cerebellar ataxia with defective DNA repair Neuropathies G620 Drug-induced polyneuropathy 

Huntington's disease G10X Huntington's disease Neuropathies G621 Alcoholic polyneuropathy 

Hydrocephalus G910 Communicating hydrocephalus Neuropathies G622 Polyneuropathy due to other toxic agents 

Hydrocephalus G911 Obstructive hydrocephalus Neuropathies G628 Other specified polyneuropathies 
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Hydrocephalus G912 Normal-pressure hydrocephalus Neuropathies G629 Polyneuropathy, unspecified 

Hydrocephalus G913 Post-traumatic hydrocephalus, unspecified 
Paraplegia and 
tetraplegia G820 Flaccid paraplegia 

Hydrocephalus G918 Other hydrocephalus 
Paraplegia and 
tetraplegia G821 Spastic paraplegia 

Hydrocephalus G919 Hydrocephalus, unspecified 
Paraplegia and 
tetraplegia G822 Paraplegia, unspecified 

Infantile cerebral palsy G800 Spastic cerebral palsy 
Paraplegia and 
tetraplegia G823 Flaccid tetraplegia 

Infantile cerebral palsy G801 Spastic diplegia 
Paraplegia and 
tetraplegia G824 Spastic tetraplegia 

Infantile cerebral palsy G802 Infantile hemiplegia 
Paraplegia and 
tetraplegia G825 Tetraplegia, unspecified 

Infantile cerebral palsy G803 Dyskinetic cerebral palsy 
Paraplegia and 
tetraplegia G830 Diplegia of upper limbs 

Infantile cerebral palsy G804 Ataxic cerebral palsy 
Paraplegia and 
tetraplegia G831 Monoplegia of lower limb 

Infantile cerebral palsy G808 Other infantile cerebral palsy 
Paraplegia and 
tetraplegia G832 Monoplegia of upper limb 

Infantile cerebral palsy G809 Infantile cerebral palsy, unspecified 
Paraplegia and 
tetraplegia G833 Monoplegia, unspecified 

Migraine & Headache G430 Migraine without aura [common migraine] 
Paraplegia and 
tetraplegia G834 Cauda equina syndrome 

Migraine & Headache G431 Migraine with aura [classical migraine] 
Paraplegia and 
tetraplegia G838 Other specified paralytic syndromes 

Migraine & Headache G432 Status migrainosus 
Paraplegia and 
tetraplegia G839 Paralytic syndrome, unspecified 

Migraine & Headache G433 Complicated migraine Parkinson's disease G09X 
Sequelae of inflammatory diseases of central 
nervous system 

Migraine & Headache G438 Other migraine Parkinson's disease G20X Parkinson's disease 

Migraine & Headache G439 Migraine, unspecified Parkinson's disease G210 Malignant neuroleptic syndrome 

Migraine & Headache G440 Cluster headache syndrome Parkinson's disease G211 Other drug-induced secondary parkinsonism 

Migraine & Headache G441 Vascular headache, not elsewhere classified Parkinson's disease G212 
Secondary parkinsonism due to other external 
agents 

Migraine & Headache G442 Tension-type headache Parkinson's disease G213 Postencephalitic parkinsonism 

Migraine & Headache G443 Chronic post-traumatic headache Parkinson's disease G218 Other secondary parkinsonism 

Migraine & Headache G444 Drug-induced headache, not elsewhere classified Parkinson's disease G219 Secondary parkinsonism, unspecified 

Migraine & Headache G448 Other specified headache syndromes Parkinson's disease G250 Essential tremor 
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Motor Neuron Disease & 
Spinal muscular atrophy G120 

Infantile spinal muscular atrophy, type I [Werdnig-
Hoffman] Parkinson's disease G251 Drug-induced tremor 

Motor Neuron Disease & 
Spinal muscular atrophy G121 Other inherited spinal muscular atrophy Parkinson's disease G252 Other specified forms of tremor 
Motor Neuron Disease & 
Spinal muscular atrophy 
muscular atrophy G128 Other spinal muscular atrophies and related syndromes Parkinson's disease G253 Myoclonus 
Motor Neuron Disease & 
Spinal muscular atrophy 
muscular atrophy G129 Spinal muscular atrophy, unspecified Parkinson's disease G254 Drug-induced chorea 
Motor Neuron Disease & 
Spinal muscular atrophy G122 Motor neuron disease Parkinson's disease G255 Other chorea 

Myasthenia gravis G700 Myasthenia gravis Parkinson's disease G256 Drug-induced tics and other tics of organic origin 

Myasthenia gravis G701 Toxic myoneural disorders Parkinson's disease G258 
Other specified extrapyramidal and movement 
disorders 

Myasthenia gravis G702 Congenital and developmental myasthenia Parkinson's disease G259 
Extrapyramidal and movement disorder, 
unspecified 

Myasthenia gravis G708 Other specified myoneural disorders 
Primary disorders of 
muscles G710 Muscular dystrophy 

Myasthenia gravis G709 Myoneural disorder, unspecified 
Primary disorders of 
muscles G711 Myotonic disorders 

   
Primary disorders of 
muscles G712 Congenital myopathies 

   
Primary disorders of 
muscles G713 Mitochondrial myopathy, not elsewhere classified 

   
Primary disorders of 
muscles G718 Other primary disorders of muscles 

   
Primary disorders of 
muscles G719 Primary disorder of muscle, unspecified 

      
Acquired Brain Injury 
Code Description Code Description 
S020 Fracture of vault of skull S060 Concussion 
S021 Fracture of base of skull S061 Traumatic cerebral oedema 
S022 Fracture of nasal bones S062 Diffuse brain injury 
S023 Fracture of orbital floor S063 Focal brain injury 
S024 Fracture of malar and maxillary bones S064 Epidural haemorrhage 
S025 Fracture of tooth S065 Traumatic subdural haemorrhage 
S026 Fracture of mandible S066 Traumatic subarachnoid haemorrhage 
S027 Multiple fractures involving skull and facial bones S067 Intracranial injury with prolonged coma 
S028 Fractures of other skull and facial bones S068 Other intracranial injuries 
S029 Fracture of skull and facial bones, part unspecified S069 Intracranial injury, unspecified 
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Appendix  B3: Percentage of elective admissions for neurological conditions  
By PCT to each North East Provider in 2007/08ab 

PCT 

Northumbria 
Healthcare 

NHS FT 

The 
Newcastle 
Upon Tyne 
Hospitals 
NHS FT 

Gateshead 
Health 
NHS FT 

South 
Tyneside 
NHS FT 

City 
Hospitals 

Sunderland 
NHS FT 

County 
Durham 

And 
Darlington 
NHS FT 

North Tees 
And 

Hartlepool 
NHS FT 

South Tees 
Hospitals 
NHS FT 

Northumberland 
Care Trust 46.2 52.8 - 0.0 - - 0.0 - 

Newcastle PCT 0.9 98.9 - 0.0 0.0 0.0 0.0 - 
North Tyneside PCT 28.0 71.3 - 0.0 - 0.0 0.0 - 
Gateshead PCT - 44.8 50.6 - - - - - 
South Tyneside 
PCT - 35.2 - 42.1 18.7 - 0.0 0.0 

Sunderland TPCT 0.0 13.5 - - 80.6 4.0 0.0 - 
NHS County 
Durham - 25.5 - 0.0 12.5 31.6 5.5 24.1 

NHS Darlington 0.0 8.5 0.0 0.0 0.0 41.7 - 48.4 

Hartlepool PCT 0.0 4.6 0.0 0.0 6.6 - 43.6 44.8 
Stockton on Tees 
TPCT 0.0 - - - 0.0 - 47.1 48.3 

Middlesbrough PCT 0.0 - 0.0 0.0 0.0 - - 95.8 
Redcar And 
Cleveland PCT 0.0 - 0.0 0.0 0.0 - - 97.4 

NHS Cumbria 8.7 87.0 - 0.0 - 0.0 0.0 - 
NHS North 
Yorkshire And York 0.0 6.7 0.0 0.0 - - 0.0 90.3 

Total Percentage 9.4 36.1 4.0 2.1 12.3 7.5 4.8 23.8 
Total Admissions 770 2901 337 179 933 620 407 1931 

a Values are row percentages.  bShading indicates clusters. 
 



 

 90 
 

Appendix  B4: Multiple admissions by PCT 

PCT 

Average 
number of 

admissions per 
patient 

Percentage of 
patients with 2 or 

more admissions in 
one year 

Northumbria Care Trust 1.16 8.38% 

Newcastle PCT 1.14 9.49% 
North Tyneside PCT 1.18 12.10% 
   
Gateshead PCT 1.13 8.65% 
South Tyneside PCT 1.08 5.23% 
Sunderland TPCT 1.10 6.76% 
   
NHS County Durham 1.11 7.40% 
NHS Darlington 1.17 11.81% 
   
Hartlepool PCT 1.11 7.79% 
Stockton on Tees TPCT 1.07 4.39% 
Middlesbrough PCT 1.16 10.26% 
Redcar & Cleveland PCT 1.17 7.58% 
   
NHS Cumbriaa 1.14 9.71% 
NHS North Yorkshire & Yorka 1.11 8.63% 

aValues are for admissions to North East Providers only. 
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Appendix C - Prescribing data 
 
Chart C1 
 

 
Source: Regional Drugs and Therapeutics Centre 
 
Chart C2 
 

 
Source: Regional Drugs and Therapeutics Centre 
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Chart C3 
 

 
Source: Regional Drugs and Therapeutics Centre 
 
Chart C4 
 

 
Source: Regional Drugs and Therapeutics Centre 
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Chart C5 
 

 
Source: Regional Drugs and Therapeutics Centre 
 
Chart C6 
 

 
Source: Regional Drugs and Therapeutics Centre 
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Chart C7 
 

 
Source: Regional Drugs and Therapeutics Centre 
 
Chart C8 
 

 
Source: Regional Drugs and Therapeutics Centre 
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Appendix D – Social Care 
 
Table D1 Number of schemes funded from social services budgets by region, 2007/08 1 

 
Source: The Health and Social Care Information Centre 
 
Table D2: Rate of schemes providing person centred services per 100,000 population by region, 
2007/08 1 2 

 
Source: The Health and Social Care Information Centre 
 

Number

Region 65 and over
Physical 

Disabilities
Learning 

Difficulties
Mental 
Health

Substance 
Abuse Carers Other Council Total

Percentag
e of Total

England 2 3 2,475 1,145 550 990 180 920 650 6,910

North East 60 40 20 55 10 65 30 280 4
North West 275 175 65 115 30 190 80 935 14
Yorkshire 455 110 100 100 15 70 70 920 13
East Midlands 300 80 30 65 - 60 30 575 8
West Midlands 270 140 65 125 15 60 85 760 11
South West 200 105 55 90 20 55 65 595 9
Eastern 265 160 50 135 15 140 75 835 12
London 290 160 100 145 45 130 105 975 14
South East 360 170 60 160 25 155 105 1,030 15

2 Totals may not equal sum of regions due to rounding.
3 Data from 147 councils.

18-64

Source GFS1 form
1 Figures may include double counting where schemes have been counted by more than one council.

Rate

Region
England Average 3 4 20

North East 10
North West 20
Yorkshire 25
East Midlands 15
West Midlands 20
South West 15
Eastern 20
London 15
South East 15

4 Data from 147 councils.

Schemes per 100,000 

Source GFS1 form

1 Figures may include double counting where schemes have been counted by more than one council.
2  Based on data from 2006 ONS mid-year population estimates by region.
3 Totals may not equal sum of regions due to rounding.
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Table D3: Amount of council funding for schemes from social services budgets and other 
council budgets by region, 2007/08 
 

 
Source: The Health and Social Care Information Centre 
 

Council Type
Social 

Services Other

Percentage 
Social 

services 
funding Total

             £              £              £
England 1 2 248,180 22,928 92 271,109

North East  9,466 1,106 90 10,572

Cumbria 578 153 79 731
Northumberland 103 0 100 103
Gateshead 2,235 159 93 2,394
Newcastle upon Tyne 1,513 406 79 1,920
North Tyneside 1,032 0 100 1,032
South Tyneside 1,062 0 100 1,062
Sunderland 660 53 93 713
Hartlepool UA 169 0 100 169
Middlesbrough UA 178 0 100 178
Redcar and Cleveland 467 297 61 764
Stockton on Tees UA 254 5 98 259
Durham 1,093 32 97 1,125
Darlington UA 121 0 100 121

Source GFS1 form
1 Totals may not equal sum of regions due to rounding.
2 Data from 150 councils.

£ Thousands, Percentage
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Table D4: Amount of council funding for schemes from social services budgets by region, 2007/08 
 

 
Source: The Health and Social Care Information Centre 
 
 
 
Table D5: People claiming Incapacity Benefit/Disablement Allowance for a Physical 
Disability by type of problem, 2006. Unitary Authorities only. 

Local Authority 
(Upper Tier) 

Mental 
Problem 

Circulatory 
system 

problem 
Respiratory 

Problem 

Musculo
skeletal 
Problem 

Injury or 
Poisoning 

Symptoms 
not 

elsewhere 
classified 

Other 
Problem 

Darlington 2315 283 115 1098 283 600 1030 
Gateshead 5415 695 268 2690 768 1533 2710 
Hartlepool 2705 375 180 1920 410 738 1310 
Middlesbrough 4273 608 318 1993 528 1143 2050 
Newcastle upon 
Tyne 7868 788 383 3153 908 1853 3385 
North Tyneside 3923 603 238 2370 653 1413 2365 
Redcar  & 
Cleveland 3533 560 238 2035 463 933 1740 
South Tyneside 3818 590 243 2260 628 1240 2160 
Stockton-on-Tees 3803 610 235 2243 560 1070 1960 
Sunderland 8078 1320 508 4990 1190 2148 3875 
Total 45728 6430 2723 24750 6388 12668 22585 
North East 45728 6430 2723 24750 6388 12668 22585 
England 557460 75925 31630 240783 73153 151758 290680 

Source: Department of Work and Pensions data, 100% count and by type of physical disability, Calendar year 2006 
 
 
  

£ Rate

65 and over
Physical 

Disabilities
Learning 

Difficulties
Mental 
Health

Substance 
Abuse Carers Other Total

              £               £               £               £               £               £               £               £
England 1 2 96787500 19250000 22557900 40218500 7409200 38954000 23003200 2481803000

North East  3,328,800 738,700 586,400 1,611,000 403,300 2,021,000 777,200 9,466,300

Cumbria 388,400 500 0 5,900 0 40,000 143,300 578,100
Northumberland 27,300 1,000 0 9,600 14,200 46,100 4,800 103,000
Gateshead 925,200 214,400 225,900 323,600 0 490,600 55,300 2,235,000
Newcastle upon Tyne 586,600 168,900 73,300 205,200 57,800 210,600 211,200 1,513,400
North Tyneside 226,900 131,200 37,200 264,000 8,500 291,100 73,300 1,032,300
South Tyneside 336,500 39,700 0 174,400 283,100 190,100 37,800 1,061,800
Sunderland 268,900 3,200 8,900 130,700 34,600 140,100 73,100 659,500
Hartlepool UA 24,000 16,600 18,000 68,000 0 38,900 3,800 169,400
Middlesbrough UA 35,500 0 17,800 53,500 0 69,700 1,300 177,700
Redcar and Cleveland 234,700 0 0 185,200 0 30,500 16,900 467,300
Stockton on Tees UA 61,100 64,300 9,000 0 5,000 73,100 41,700 254,200
Durham 199,500 34,200 168,000 185,000 0 392,000 114,700 1,093,400
Darlington UA 14,100 64,700 28,200 5,900 0 8,200 0 121,100

1 Totals may not equal sum of regions due to rounding.
2 Data from 150 councils.

18-64

Source GFS1 form
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Table D6: People supported to live independently through social care services 
 
 

Source: The Health and Social Care Information Centre 
 
 
 
Table D7: Social care clients receiving self directed support per 100k population 

Local Authority 
(Upper Tier) 

People aged 18+ 
receiving direct 

payments per 100K 

People aged 18-64 
receiving direct 

payments per 100K 

People aged 65+ 
receiving direct 

payments per 100K 
Darlington 130 135 112 
Durham 109 109 107 
Gateshead 73 68 89 
Hartlepool 314 222 647 
Middlesbrough 233 195 383 
Newcastle upon Tyne 118 106 166 
North Tyneside 107 88 171 
Northumberland 102 84 161 
Redcar & Cleveland 221 229 195 
South Tyneside 104 97 128 
Stockton on Tees 139 105 279 
Sunderland 196 102 563 
Total 1846 1540 3001 
North East 1846 - - 
England 18764 - - 

Source: The Health and Social Care Information Centre 
 
  

Local Authority  
(Upper Tier) 

Proportion of people 
supported to live 

independently through 
social care services 

Darlington 3.70% 
Durham 4.90% 
Gateshead 4.60% 
Hartlepool 5.60% 
Middlesbrough 5.40% 
Newcastle upon Tyne  3.30% 
North Tyneside  4.60% 
Northumberland  4.60% 
Redcar & Cleveland  4.30% 
South Tyneside  3.90% 
Stockton-on-Tees  3.50% 
Sunderland  4.40% 
Total 4.40% 
North East 4.40% 
England 3.20% 
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Table D8: Timeliness of Social Care Packages 

Local Authority 
(Upper Tier) 

Less than or 
equal to 2 

weeks 

More than 2 
weeks, less 

than, or 
equal to 4 

weeks 

More than 2 
weeks, less 

than or 
equal to 6 

weeks 
More than 6 

weeks 

Total number of 
clients 65+ whose 
assessment was 

completed and who 
went on to receive 
all services in the 

reporting year 
Darlington 540 130 50 130 850 
Durham 1550 360 180 110 2200 
Gateshead 750 170 60 130 1110 
Hartlepool 350 80 40 60 530 
Middlesbrough 200 50 20 40 310 
Newcastle upon Tyne 2520 220 70 100 2910 
North Tyneside 790 150 70 100 1110 
Northumberland 680 170 90 60 1000 
Redcar & Cleveland 480 120 50 120 770 
South Tyneside 1350 90 30 90 1560 
Stockton on Tees 470 80 30 70 650 
Sunderland 960 120 40 180 1300 
Total 9090 1380 550 1080 12100 
North East 9090 1380 550 1080 12100 
England 208330 30400 12190 23410 274330 
Source: The Health and Social Care Information Centre 
 
 
 
Table D9: Timeliness of Social Care Assessment 

Local Authority 
(Upper Tier) 

Less than or 
equal to 2 

days 

Less than or 
equal to 2 

weeks 

Less than or 
equal to 4 

weeks 

Less than or 
equal to 3 

months 
Darlington  14 52 81 97 
Durham 14 45 65 85 
Gateshead  21 51 69 88 
Hartlepool  32 53 66 82 
Middlesbrough  43 68 80 89 
Newcastle upon Tyne  25 56 75 94 
North Tyneside  32 63 77 89 
Northumberland  46 72 82 93 
Redcar & Cleveland  22 48 61 86 
South Tyneside  26 65 77 92 
Stockton-on-Tees  14 43 60 79 
Sunderland  14 74 85 94 
Total 292 644 811 984 
North East 292 644 811 984 
England 4080 8103 10268 12790 
Source: The Health and Social Care Information Centre 
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NHS National Workforce Projects

Foreword
Improving the care of people with long term conditions is a key government priority. The national service framework for long term neurological 
conditions sets out a vision for neurological services, supplemented with advice and guidance for ensuring best practice.

This guide is unique in that it results from a partnership between three of the major charities for important neurological conditions, the Department of 
Health, the Royal College of Nursing and NHS National Workforce Projects. In this way the patient perspective has been heard from the outset and is 
truly represented, alongside that of professionals and government. It will be an invaluable handbook for service managers, staff and for commissioners 
aspiring to world class standards. 

Patients with long term neurological conditions share some common characteristics despite the different trajectories of their illness. All of them face 
a future that can be uncertain and will, most likely, require quite major adjustments to their lives and that of their families. We also know that with 
prompt, expert care exacerbations can be minimised, symptoms better controlled, and people helped to live as full and enjoyable lives as possible, for 
as long as possible. 

As we show in this guide, effective care does not necessarily mean more resources. Doing things differently, using good teamwork, specialist support 
and interventions, proper diagnosis and treatment planning can often increase available services. 

I would like to offer particular thanks to the Multiple Sclerosis Society, the Parkinson’s Disease Society and Epilepsy Action for their help in preparing 
this document, and also for their unstinting support, strategically, educationally and fi nancially, to the long term neurological workforce, so that 
together, we can provide the highest quality service for our patients.

Chris Beasley
Chief Nursing Offi cer for England
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Section One: Introduction: Who this guide is for 
This guide is aimed at commissioners and providers of services for people with long term neurological conditions (LTnC) to help them offer the 
right service, delivered by an appropriate workforce, to meet the needs of this vulnerable group of patients. It outlines why services for neurological 
conditions are important, demonstrates the value of the multidisciplinary team (MDT) and clarifi es the contribution of specialist nurses.

Reference is made to information required for commissioning, and patients’ comments and examples of good practice can be found throughout the 
sections. There is information in the guide about where to get help as well as a summary of the NHS National Workforce Projects (NWP) six step 
methodology for integrated workforce planning. This guide does not replace the in-depth coverage available in other publications such as the National 
Service Framework (NSF)1 or the clinical guidance produced by the National Institute for Health and Clinical Excellence (NICE), but forms a handy 
reference for those reviewing and redesigning their services. 

The guide results from a collaboration between Epilepsy Action (EA), Parkinson’s Disease Society, Multiple Sclerosis (MS) Society, the Department of 
Health (DH), the Royal College of Nursing (RCN) and NWP. Whilst it focuses on the conditions represented by its charitable partners, the content will 
be relevant to all those engaged in planning or delivering care for the full range of neurological disorders. 

1   The National Service Framework (NSF) for Long Term Neurological Conditions (DH 2005)
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Section Two: A picture of neurology 
Approximately 10 million people across the United Kingdom (UK) have an LTnC, accounting for 20 percent of acute hospital admissions. An LTnC is 
the third most common reason for seeing a GP. It is estimated that 350,000 people in the UK need help with the activities of daily living because of a 
neurological condition, and 850,000 people care for someone with a neurological condition.2

Incidence and prevalence of Long Term Neurological Conditions (LTnC) 

2   The National Service Framework (NSF) for Long Term Neurological Conditions (DH 2005)

Bassetlaw 
PCT

Resident 
Population

Multiple 
Sclerosis

Parkinson’s 
Disease

Epilepsy

P I P I P I
111,431 134 8 223 19 850 51

Haringey Teaching
PCT

Resident 
Population

Multiple 
Sclerosis

Parkinson’s 
Disease

Epilepsy

P I P I P I
225,657 271 16 451 38 1722 104

Cornwall & Isles
of Scilly PCT

Resident 
Population

Multiple 
Sclerosis

Parkinson’s 
Disease

Epilepsy

P I P I P I
526,369 632 37 1053 89 4016 242

Surrey
PCT

Resident 
Population

Multiple 
Sclerosis

Parkinson’s 
Disease

Epilepsy

P I P I P I
1,073,478 1288 75 2147 182 8191 494

Data © Sue Ryder Care 2008

Incidence (I): this is a measure of the 
number of newly diagnosed cases of a 
disease or condition per year. 

Prevalence (P): this is a measure of the 
total number of cases of a disease or 
condition that exist in a population at 
any one time. 

Figures shown are estimates based on standard 
ratios.

(Full data table is available in Appendix 1) 
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Although this guide focuses on MS, Parkinson’s and epilepsy, it is hoped that the issues and solutions put forward in this document are equally 
applicable to a range of other LTnC including Huntington’s disease, motor neurone disease, muscular dystrophy and brain injury. A list of these and 
other neurological conditions, including epidemiological data, is available in Appendix 2. 

The care of patients with neurological conditions is very complex. The range of conditions covered by neurological specialties is broad and individuals 
are affected in many ways as the disease progresses. What they all have in common is that this group of conditions has an enormous impact on 
the lives of those affected, and on their families and carers. Some of the effects result from the physical manifestation of the illness, while others 
are psychological, as patients struggle to cope with limitations and changes in the way they live. There is no single pathway for the development of 
neurological services. Prevalence, patient needs and prevailing local circumstances must be taken into account as commissioners and managers seek to 
achieve high quality care within available resources. 

Frameworks that support high quality neurological services 

National Service Framework (NSF) for LTnC 

The NSF for LTnC, published in March 2005, is the government’s strategy 
for the care of those affected. The NSF aims to transform the way health 
and social care services support people to live their lives. Key themes are 
independent living, care planned around the needs and choices of the 
individual, easier, timely access to services and joint working across all 
agencies and disciplines involved. At the centre of the NSF are 11 quality 
requirements3, designed to put the individual at the heart of care and to 
provide a service that is effi cient, supportive and appropriate at every stage 
from diagnosis to end of life. A full list of the 11 quality requirements is 
available in Appendix 3. 

The NSF drives the philosophy of supporting people with LTnC to live as 
independently as possible. It is recognised that people with LTnC have 
improved health outcomes and a better quality of life if they can access 
prompt advice and support from relevant practitioners with dedicated 
neurological expertise. 

3   Turner-Stokes, L and Whitworth, D. Clinical Medicine 2005 5(3) 203-6.2005

Sudden onset 
Conditions
brain injury, SCI

Progressive 
Conditions e.g.
MS, MND, PD
+ Intermittent 
Conditions e.g. epilepsy

QR2:  Early recognition
Prompt diagnosis 
+ treatment

QR3: Timely 
Emergency and 
Acute management

On-going access to 

QR4: Early and
specialist rehabilitation

QR 1: Person-centred, integrated information + care planning.
QR8: Personal care and support. 

QR5 + 6: Community and vocational rehabilitation

QR7: Equipment 
and

accommodation

Joined-up service provision
- all agencies - QR11

NSF for Long Term Conditions Care Pathway
and the 11 Quality Requirements

QR9:
Palliative 

care

, e.g. 

QR2:  Early recognition
Prompt diagnosis 
+ treatment

QR3: Timely 
Emergency and 
Acute management

On-going access to
specialist care
 

QR4: Early and
specialist rehabilitation

QR 1: Person- centred, integrated information + care planning.

QR10: Support for families and carers

-
- -
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To support the NSF, the Care Services Improvement Partnership (CSIP) has 
produced the 10 Quick Wins poster and leafl et, which focus on high priority 
and high impact areas where services can be improved. One of the quick wins 
is to encourage organisations to appoint practitioners with specialist expertise 
in neurological conditions to enable early recognition, prompt diagnosis and 
treatment. 

Full details of the NSF, the 10 Quick Wins and other supporting material can 
be found on the DH website at www.dh.gov.uk.

NICE guidelines 

NICE has produced clinical guidelines for the diagnosis, treatment and 
management of MS, epilepsy and Parkinson’s. These evidence based 
guidelines outline the range of care that should be available. These include 
providing specialist services, a system for rapid diagnosis, a seamless and 
responsive service, thorough problem assessment and self referral after 
discharge. Full details of these recommendations are available at www.nice.org.uk.

“People with long term neurological conditions have 
improved health outcomes and a better quality of life when 
they are able to access prompt and ongoing advice and 
support from practitioners with dedicated neurological 
expertise, such as specialist nurses. This can cover: managing 
their medicines; treatment of specifi c symptoms; help 
to understand their condition and its current and future 
management. Specialist advice and treatment can be cost 
neutral and may reduce admissions and length of stay and 
improve wellbeing” 

The National Service Framework for Long Term 
Neurological Conditions (DH 2005) 

An example of an MS nurse implementing the NICE guidelines 

Southwark Primary Care Trust’s (PCT) MS nurse covers Southwark, Lambeth and Lewisham PCTs. An evaluation, analysed by an 
independent audit department, demonstrated the nurse led service was consistent with key priorities recommended by NICE and achieved 
high levels of patient satisfaction. 

One of the main outcomes was a holistic, fi rst access specialist service for all people with MS throughout the disease trajectory. This 
includes a responsive service for relapses which has been shared across the PCT regions and adopted as best practice. More importantly, 
the nurse has coordinated a mitoxantrone and Natalisumab (also known as Tysabri) service and developed a care pathway to ensure 
governance of this intervention. This means that people with MS accessing this service receive timely, appropriate and safe treatment. An 
audit demonstrated that people with MS report feeling supported and involved with all decisions and that concordance with drug regimes 
was high. In addition, the audit demonstrated that all symptoms were considered as part of the service including hidden symptoms such 
as those detailed by NICE.1 

1   Shaw, Pauline (2006) Improving the care of people with multiple sclerosis through implementing NICE guidance. British Journal of Neuroscience Nursing 2 (8) 
pp.388-393
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Action On Neurology: Improving Neurology Services - A Practical Guide 

The Action On Neurology guide was written for clinicians, managers and commissioners and providers to help 
improve services for people with neurological conditions and to support the implementation of the NSF for LTnC. 
It is based on the fi ndings from the Action On Neurology programme, which was designed to fi nd and test 
different ways of working that might both improve the quality and access to neurology services. 

Further information can be found on www.institute.nhs.uk.

An overview of epilepsy, multiple sclerosis and 
Parkinson’s 
The details of three neurological conditions follow, outlining their prevalence and where any clusters of the 
condition may occur. This sort of mapping information is vital for commissioners and providers as it helps 
them look ahead at service requirements and ensure that there is an appropriately trained workforce to 
meet patient need. 

C.
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Epilepsy 

Epilepsy is the most common, serious, neurological condition and is defi ned as a tendency to have recurrent seizures. A seizure is caused by a sudden 
burst of excess electrical activity in the brain. There are around 40 different types of seizure and a person may have more than one type. Epilepsy can 
affect anyone at any age and from any walk of life. 

The age standardised prevalence rate of epilepsy in the UK is 7.5 per 1,000. This is equivalent to 1:131 people. However, epilepsy prevalence is 25 
percent higher in the most socially deprived areas compared to the least socially deprived areas4. In adults, the social and economic disadvantages 
resulting from epilepsy can lead to a downward social mobility. This leads to a higher prevalence of epilepsy in deprived areas5. Also, more than one in 
fi ve people with epilepsy have learning or intellectual disabilities. 

Seventy percent of the population with epilepsy could be seizure free with optimal treatment. Currently this is achieved for only 52 percent, meaning 
69,000 of those experiencing seizures in England could be seizure free. Every year approximately 990 people die of epilepsy related causes including 
sudden unexpected death in epilepsy (SUDEP). Of these, approximately 365 deaths are young adults and children. Of the total number of deaths, 
about 400 per year are potentially avoidable. 

4   Joint Epilepsy Council, (2005) Epilepsy prevalence, incidence and other statistics
5   Richard Reading, Robin Haynes, Richard Beach: Deprivation and incidence of epilepsy in children. 2006 Seizure 15, 190-193.

Polly is 20 years old. She was diagnosed with epilepsy when she was 12 years old. Having epilepsy has a huge impact on her life, as well 
as that of her friends and family. Polly says “It certainly feels at times that I am not a 20 year old woman, more a child needing constant 
care.” 

As Polly’s epilepsy is uncontrolled she is not able to drive and has to rely on friends and family for transport. Having epilepsy has made 
a huge difference to her life and she fi nds living with epilepsy “frustrating for everyone involved.” Polly has had to change medication 
several times and has to endure the “horrifi c side effects” of some anti-epileptic drugs. Polly would like more people to be aware of the 
wide impact epilepsy can have on the lives of those who have it, their family and friends. 

Polly says, “People are slowly becoming aware of epilepsy, but there is still a long way to go. If more was taught about it in schools I think 
the stigma attached to having epilepsy would defi nitely be lessened. The medical profession are doing their best to help but, until society 
is made more aware, I don’t think anything will really change.” 
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Multiple sclerosis 

MS is the most common disabling neurological condition in young adults, affecting around 85,000 people in the UK. It is most often diagnosed in 
people between 20 and 40, and affects three times more females than males. Diagnosis of this highly complex, variable condition can have signifi cant 
psychological and psychosocial impacts. 85 percent of people diagnosed have relapsing remitting MS and, of these, half will develop the secondary 
progressive form within ten years of diagnosis. This form is characterised by worsening symptoms and fewer remissions. 10-15 percent of people are 
diagnosed with primary progressive MS in which symptoms develop and worsen. Although its cause is not known and a cure has yet to be identifi ed, 
some treatments are available and specialist care can help people to manage symptoms. Approximately 2,500 new cases of MS are diagnosed each 
year, about 50 new cases per week in England and Wales6 The prevalence of MS increases the further north one travels in the UK - from 1:800 in 
England to 1:500 in Scotland. 

6  Target Multiple Sclerosis 2007 Association of the British Pharmaceutical Industry

Julie is 32 and lives with her partner and two children. Julie was diagnosed with relapsing remitting MS three months after delivery of her 
second child. Julie has relapses which affect her sight and mobility and require high dose steroids quickly to reduce infl ammation. When 
this happens she sometimes has to use a stick until her condition improves. Julie also copes with disease modifying treatment which 
means she needs to self inject several times a week. She copes with the drug side effects such as fl u like symptoms and has found that 
being on this treatment has reduced the relapses she experiences. 

Julie has adapted her lifestyle considerably to manage her MS related fatigue. Her urinary problems of frequency and urgency were 
distressing as they impacted on Julie’s social life and intimate relationship with her partner. During an expert assessment these issues were 
identifi ed, appropriate tests were carried out and treatment options/medication chosen. Julie’s symptoms have now improved which has 
impacted positively on her confi dence and relationships. 

Julie worries about her children as she is not always able to do the things they enjoy. She fears for the future because she knows that 
her relapsing remitting type of MS may become secondary progressive MS at some stage. She thinks her children and partner are also 
worrying about her. 

Julie knows she can phone her MS nurse whenever she requires help with a new problem or symptom she is unsure about. The MS nurse 
works in partnership with Julie providing listening, knowledge, appropriate support and educational resources. Julie now feels more 
positive, she has a greater ability and confi dence to solve problems and to make informed decisions. She decides to talk to her partner and 
children to discuss, as a family, how they can support each other.
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Parkinson’s 
Parkinson’s is a progressive neurodegenerative condition, caused by the loss of dopamine producing nerve cells in the part of the brain that controls 
movement. There is no cure for Parkinson’s. Symptoms and progression vary signifi cantly from person to person. Although predominantly a movement 
disorder, other impairments frequently develop including depression, dementia, sleep disturbances, bowel and bladder problems. Treating Parkinson’s 
is complex, and involves combining drug and other therapies in an individual care plan, including professionals from a wide MDT.

It is estimated that there are 120,000 people with Parkinson’s across the UK, which equates to 1:500 of the population. The prevalence increases with 
age and one in 20 will be under the age of 40 when they are diagnosed - representing a signifi cant number of younger people with Parkinson’s. 

Neurological specialties can involve a complex case mix and consideration needs to be given to the management of the patient at different stages of 
their condition. For example, the support available to patients at the initial diagnosis may not be suffi cient during an acute phase. Patients also need 
support to help them take an active role in the management of their condition. Consideration needs to be given to the structures that are required to 
deliver the current and future services. This will involve an understanding of the whole patient pathway across primary, secondary and social care. The 
pathways will need to identify the number and complexity of cases and the staff skills and competences required to deliver services. There is already 
useful guidance available for this, publications such as Raising the Profi le of Long Term Conditions7 give good examples of current best practice and 
integrated care and organisations such as Skills for Health are taking a lead on developing competence descriptions to help organisations develop 
competency based planning. 

7   Raising the profi le of long term conditions (DH 2008)

Karen, now aged 44, was diagnosed with Parkinson’s in her 30s. It took her four years to be diagnosed after doctors mistook her 
slowness, stiffness and muscle spasms to be signs of MS. Karen fi rst noticed that something was wrong when she had diffi culty using a 
keyboard. She had been a data processor for over 10 years when she started hitting the wrong keys. She later developed a spasm in her 
big toe and noticed that her handwriting was getting a lot smaller to the point where it was impossible to read. 

Although Karen has made changes to her lifestyle, her symptoms vary on a day to day basis. Some days she can barely walk or get 
through doors and will experience freezing, other days she can be “up on the dance fl oor so it makes you live for the day and do what 
you want, within reason”. 

Karen is now on a mixture of medication, taking tablets every two to three hours. This includes antidepressants, which have helped her to 
cope with the psychological impact of the condition. Her relationship with the Parkinson’s disease nurse specialist (PDNS) enables her to 
get on with her life, knowing expert advice is available when medications don’t always work as they should.
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Section Three: The characteristics of 
an effective workforce 
In planning the future workforce to meet patient need, there is no ‘one size fi ts all’ approach, especially 
in a specialty as broad and complex as neurology. This guidance and the NWP Six Step Guide to 
Integrated Workforce Planning outlined in Section Four aim to help organisations develop their own 
workforce plans to meet the needs of the local population. By using these and other available planning 
tools, organisations can review the current support available to patients and develop a fl exible, 
affordable neurological workforce that is able to cope with all stages of the patient journey and 
respond to future advances in treatment. 

Providing better long term conditions care is a key DH objective, with improvement in long term 
conditions care being a major theme in Lord Darzi’s next stage review. 

The NHS Operating Framework8 states that “PCTs are expected to improve care for people with 
long term conditions and to ensure more choices for these patients”. It lists a range of areas that a 
more personalised service should provide, including care closer to home. PCTs, as commissioners and 
providers of services, “are expected to ensure that the workforce, fi nancial and service plans are linked 
together while mitigating risks to service delivery caused by lack of capacity and capability in the 
workforce”. 

People with LTnC account for a considerable portion of staff time and fi nancial resources in a 
typical PCT. At present, many patients still experience care that is fragmented, punctuated by acute 
exacerbations of their condition, and involve them in frequent trips to hospital. The NSF is clear that 
“People with these conditions have improved health outcomes and a better quality of life when 
they are able to access prompt and ongoing advice and support from practitioners with dedicated 
neurological expertise, such as specialist nurses. This can cover: managing their medicines; treatment 
of specifi c symptoms; help to understand their condition and its current and future management. 
Specialist advice and treatment can be cost neutral and may reduce admissions and length of stay and 
improve wellbeing”9. 

8   The NHS operating framework 2008/9 (DH 2008)
9   The National Service Framework (NSF) for Long Term Neurological Conditions (DH 2005)

It is estimated that the impact of 
neurological conditions on health 
and care services is signifi cant 
and includes the following: 

10 percent of visits to • 
A&E Departments are for 
neurological issues 

17 percent of GP • 
consultations are for 
neurological symptoms 

19 percent of hospital • 
admissions are for a 
neurological issues 

25 percent of people between • 
the ages of 16 and 64 with 
a chronic disability have a 
neurological condition 

33 percent of disabled people • 
living in residential care have 
neurological conditions.
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It is clear that with effective coordination, better team work and a greater focus on preventative strategies that enable people to stay as well as 
possible, not only can cost effectiveness be improved, but patients and their carers can experience better clinical outcomes, improved quality of life 
and higher levels of satisfaction. 

Services need to be personalised, empowering, effective, integrated and lead to an improved quality and, where possible, length of life. Services must 
treat individuals with dignity and respect. 

Commissioners and providers of services in partnership with their local authority need to commission services which cover the full range of areas of 
the long term conditions pathway: 

Neurological charities are taking forward two key initiatives 
to strengthen commissioning and service monitoring by 
putting users at the heart of the process. The Quality 
Neurology Project involves the Multiple Sclerosis Society, 
Motor Neurone Disease Association, Parkinson’s Disease 
Society and Ataxia UK in the development and roll out of an 
audit tool based on NSF requirements and user generated 
measures of success. The Commissioning Support Service 
offers the support and expertise of patient organisations 
comprising the MS Society, Parkinson’s Disease Society 
and Motor Neurone Disease Association to inform the 
commissioning process, with a particular focus on developing 
user engagement. 

For further information about the Commissioning Support 
Service and the Quality Neurology Project please contact the 
MS Society’s service development team on 020 8438 0700

Early detection and diagnosis • 

Management and integrated care • 

Self care • 

Specialist care • 

Therapy and rehabilitation • 

Palliative care. • 
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Investing in effective services and teams
Service transformation and use of the right systems, levers and incentives are important, but the NHS and social care workforce is crucial to delivery 
of better care and support. People with LTnC, particularly those with a more complex range of needs, often require care or support from a range of 
different professionals and agencies. Bringing these together into an MDT is essential as it underpins a coordinated, seamless approach to delivery of 
care and support, avoiding fragmentation, confusion and duplication of effort. 

The workforce can contribute to delivery of better outcomes for people with LTnC by having: 

The right skills, knowledge and competences • 

Good networks in place • 

Effective partnerships and strong MDT working • 

Integrated working across agencies • 

Good approaches to case management • 

Effective care planning arrangements • 

Strategies to promote self care, choice and independence. • 

MDTs are best placed to meet patient’s complex needs 
The needs of people with LTnC are complex. Whilst there are numerous LTnC, a feature 
they have in common is that the number of professionals and agencies involved is high, and 
services provided are generally specialised and interdependent. Individuals’ needs are often 
complex and fl uctuate along the disease pathway, but without exception they need tailored 
and responsive services, whether their condition is newly diagnosed, or something they have 
lived with for a number of years. 

Services should be designed around care pathways and the requirements of people with 
LTnC, rather than fi tting available professionals into care delivery - this requires mapping 
pathways based on available evidence and information; thus being able to provide 
appropriate staff with the right skills to deliver the right care. 

“It is important to recognise that my role as 
an epilepsy specialist nurse is part of a larger 
MDT. Our team includes a local consultant 
neurologist, a consultant psychiatrist (for 
learning disability and epilepsy), and a GP 
with an interest in epilepsy. The MDT has a 
vital role in promoting good communication, 
and ensuring that the services we offer are 
patient/client centred and consistent.” 

Epilepsy specialist nurse
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In commissioning 
neurological services care 
must be taken to ensure 
that the provision meets the 
patients/users needs. These 
services should be of a high 
quality and affordable by 
the health and social care 
economy. The main issue 
in LTnC is that the services 
need to cover a wide range 
of specialties, with care 
provision in a wide variety 
of locations and take into 
account the complexity of care provision across health and social care. 

All commissioners and providers of these services need to ensure that 
there is appropriate capacity and capability to deliver effective services 
for people with LTnC. 

This diagram (left) shows the complex web of care that can surround 
those with LTnC demonstrating the need for sustained orchestration and 
coordination of services to meet patients’ needs.

Any neurological service will need to demonstrate an effective skill mix 
to ensure that the right skills are in the right place at the right time. 
Specialist care provided by neurologists and other practitioners is crucial. 
The role of the specialist nurse has been well documented and examples 
of best practice are included within this guide. As well as the key role 
of specialist nurse, any provision of services needs to look at the mix 
of skills required in the broader clinical team and explore other roles 
such as support workers and administrative staff in order to release the 
clinical time of the more specialised staff. 

i i h lth d i l

“Every time another element of 
my Parkinson’s came out, I had 
to go back to the GP to get a 
referral. When I then saw the 
new service, such as continence 
or speech and language, I had 
to explain about my Parkinson’s 
again. Nobody seemed to be 
looking after the whole of my 
disease.”

The complex web of care
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Bringing care closer to home 

The clinical epilepsy team in Bradford PCT has evolved over time and provides an excellent service. The service is based around an MDT working to 
provide care closer to patients in their homes. It is now overseen by two hospital based consultant neurologists and comprises of four GPs with a 
special interest in epilepsy, two part time epilepsy specialist nurses and a psychotherapist who is currently piloting demand for this particular area of 
the service. The service coordinator and secretary provide a contact point for patients. The team holds clinics around the city on a weekly basis so that 
all patients can be reviewed at a convenient location near to their homes. In addition, the nurses are available to give telephone advice and undertake 
home visits at alternative times. The doctors also provide an advice service for all GPs in the city. The team is in the process of producing patient care 
plans for every person with epilepsy in the PCT. The epilepsy service in Bradford is well within the 18 week target and meets all the requirements of 
the NICE guidelines on epilepsy. 

Developing a one-stop approach 

The service at Edgware Community Hospital integrates health and social care to support 
patients from diagnosis to the end of life. The Parkinson’s clinic offers a one-stop shop 
enabling coordinated patient care and reducing the need for patients to deal with multiple 
appointments from various health care professionals including specialist nurse, specialist 
doctor, physiotherapist, occupational therapist, speech and language therapist, and dietician 
at different sites. This patient centred service fulfi ls the recommendations set out in the NICE 
guidelines for Parkinson’s. Through the integration of health and social care services and 
the provision of seamless care, patients have experienced signifi cant improvement in their 
quality of life. For many patients, the multidisciplinary holistic approach has helped to increase 
independence, reduce hospital admissions and delay the need for institutional care. 

A patient centred team approach 

A community MS clinic in Hammersmith and Fulham has been set up where people see a consultant neurologist, the MS nurse specialist, a community 
physiotherapist and occupational therapist, a social worker and the chairman of the local branch of the MS Society - in one visit - to develop a patient 
centred plan. 

The concept of the clinic is based on multi-partnership working. Close links have been 
established between local social services and the community rehabilitation therapists and the 
health team. The local branch of the MS Society is very supportive and through this clinic, it 
has funded a counsellor for people with MS and their direct carers. 

“I see my role as supporting the patient 
with all aspects of their epilepsy. That can 
be reviewing seizures, adjusting or changing 
medication and providing information, but 
it also means giving support and time to 
help an individual and their family plan their 
lives, in which epilepsy plays a part. It means 
putting the person fi rst and reducing the 
impact of the condition.” 

Epilepsy specialist nurse

“For the fi rst time since diagnosis I felt 
included and listened to.”
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The clinic provides a psychological boost to a group of people who had felt invisible and alienated. It gives them access to specialist medical, nursing, 
therapy and social care and provides greater choice through increased knowledge of what is available. Patients have an active involvement in the 
decision making process and the clinic meets many of the quality requirements of the NSF for LTnC and the NICE MS clinical guidelines. Patient 
feedback about the service is very positive and is in addition to tangible benefi ts such as a 45 percent decrease in A&E attendances, a 22 percent 
decrease in non-elective admissions and a 67 percent increase for planned day case admissions. 

The role of specialist nurses in the MDT 
The role of the specialist nurse and the part they can play in the MDT, is worth describing more fully in view of the importance people with LTnC 
consistently place on specialist nursing support. Whilst many current services have been developed around specialist nurses, or by them, nationally 
there is no consistency or shared understanding. Some work as key members of the team, 
whilst others are more isolated and can lack the support needed to get the very best out of 
their contribution. What they do have in common is the ability to act as a catalyst for change, 
the potential to lead service development, and to be the constant fi gure in the patient’s 
journey through the system, initiating preventative interventions, supporting self care, and 
frequently taking on the role of case manager, especially for those with complex needs and 
high levels of morbidity. 

Though presently there is no national standard for defi ning what constitutes specialist and 
higher levels of nursing practice, there does appear to be an emerging view within the 
profession, that nurses who fi ll this function should broadly conform to the description below. 

These nurses are regulated professionals who work in a tightly defi ned area of practice and who have developed degrees of expertise in their fi eld. 
This expertise is likely to be evidenced by study in that subject at levels beyond that required for primary registration.

They are competent to: 

Manage episodes of care • 

Manage the treatment of specifi c long term conditions • 

Contribute to the development of care pathways • 

Handle highly technical aspects of care • 

Offer advice and guidance to other professionals on specialist interventions • 

Provide formal teaching sessions • 

Prescribe medicines independently. • 

“I know if I have a problem with my 
medication I can ring the Parkinson’s 
disease nurse specialist (PDNS) for help. Her 
availability saved me having to go back to 
hospital to see my consultant.”
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Those having additional advanced level skills will: 

Exercise higher levels of judgment • 

Apply higher levels of knowledge • 

Undertake more complex procedures, which can carry signifi cantly higher levels of risk • 

Be self directed and manage risk • 

Hold high levels of communication skills - for example having ‘diffi cult’ conversations with range of patients, carers, relatives and colleagues • 

Complete tranches of care - such as: • 

Comprehensive history taking and physical examination  -
Identifying potential diagnosis, referring for investigations and making fi nal diagnosis  -
Admitting and discharging patients  -

Coordinate and manage complex packages of care, assessing and monitoring input of others • 

Teach, set standards and protocols for others to follow. • 

These defi nitions should be regarded as a guide only, as Modernising Nursing Careers (DH 2007) is likely to regularise the defi nition of specialist and 
higher level of practice. Depending on the outcome of work associated with the white paper, Trust, Assurance & Safety, specialist nurses may become 
subject to higher levels of regulation by the Nursing and Midwifery Council. 

“MS nurses are a vital component of the MS service. They act as a patient advocate and provide 
continuity of care from initial diagnosis through the early relapsing and remitting and secondary 
progressive stages to the terminal stages of disease. They are actively involved in patient education, 
symptomatic treatment, management of relapses and the identifi cation of patients who may be 
candidates for disease modifying drugs. They work closely with neurologists and liaise with GPs, 
rehabilitation, palliative care and other local services. They provide telephone helpline services, nurse 
led clinics based at hospitals or in the community, ward consultation services and home visits. No 
other healthcare professional can provide such a range and depth of patient centred services. MS 
nurses are essential to ensure the standards outlined in the NICE MS guidelines and NSF for LTnC are 
met. Indeed it is impossible to conceive how an MS service could function without MS nurses.”  

Consultant neurologist, Manchester

“I tried to ignore what 
was happening at fi rst and 
wouldn’t listen to anyone. 
However, I have been able 
to talk about all my worries 
that had been building 
up inside of me with the 
specialist nurse, who has 
told me ways of how I can 
manage and over come 
them.’’ 
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How service redesign promotes development of a competent workforce 
The recommended route to deliver a systematic approach is to utilise multiprofessional teams and integrated patient pathways to ensure closer 
integration between health and social care. Different interventions should then be used for patients with different degrees of need. The NHS and 
Social Care Long Term Conditions Model sets out a delivery system that matches care with need. It draws on the ‘pyramid of care’ developed by US 
healthcare provider Kaiser Permanente which identifi es the population of patients with long term conditions into three distinct groups based on their 
degree of need.10 

Level 3: Case management - requires the 
identifi cation of the very high intensity users of 
unplanned secondary care. A case management 
approach, to anticipate, coordinate and join up 
health and social care is required. 

Level 2: Disease specifi c care management 
- involves providing people who have a complex 
single need or multiple conditions with responsive, 
specialist services using MDTs and disease-specifi c 
protocols and pathways. 

Level 1: Supported self care - collaboratively 
helping individuals and their carers to develop 
the knowledge, skills and confi dence to care for 
themselves and their condition effectively. 

10   Supporting People with Long Term Conditions. An NHS and Social Care Model to support local innovation and integration (DH 2005)
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This diagram reminds commissioners and providers 
to think, not just about individuals that are already 
known within their service but to give consideration 
to the whole population within the health economy 
with an LTnC and the services that will be required 
from diagnosis through to palliative care. 

If timely intervention from an appropriately skilled 
workforce is given this can enable individuals to be 
directed back towards self care. Crisis management 
and unscheduled care can be prevented.

Service redesign in Cornwall and 
Isles of Scilly PCT

Cornwall and Isles of Scilly PCT has redesigned its 
Parkinson’s services because of the geography and 
demography of the county. There are around 1,500 
people in Cornwall with Parkinson’s and patients had 
to travel great distances to the specialist clinics in 
the Redruth area which was a problem, especially as 
the area has a large infl ux of holiday makers in the 
summer. 

There was a need to develop services closer to 
home in differing areas of the county so that 
patients did not have to travel so far. Community 
based clinics have been formed and the workforce was upskilled through development of a managed clinical network of multiprofessionals including 
physiotherapists, occupational therapists, speech and language therapists, nurses, community matrons and social care staff. Patients are now seen 
more locally by the appropriate team member who has the ability to triage patients who may not necessarily need specialist hospital care. 

Parkinson’s specifi c expert patients’ programmes have also been developed and the Trust is forging links with the voluntary sector which runs drop in 
self help groups for patients. 
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Service redesign in Sheffi eld PCT

Sheffi eld PCT has redesigned Parkinson’s services locally which has ensured equity of care for people with Parkinson’s across the health economy. 
Service redesign was led by a Parkinson’s stakeholder group chaired by a local geriatrician at the Northern General Hospital Sheffi eld. The stakeholder 
group developed new networks between the PCT, service commissioners and providers, neurologists, elderly care physicians and the MDT and enables 
greater understanding of each professional’s potential contribution to clinical management. 

Prior to the redesign, only patients seeing neurologists had access to a PDNS leading to an inequity of care for older people with Parkinson’s who 
are the most likely to have problems. Redesign of an elderly rehabilitation day hospital clinic and wider involvement of the multiprofessional team 
has enabled patients to benefi t. The stakeholder group has been able to bring together all staff involved in the care of the condition in the city and 
follow a step by step process of service redesign to effect change. The result has been the development of integrated services and a competent 
multidisciplinary workforce.

A PDNS was appointed with funding from Parkinson’s Disease Society and referral guidelines have been developed for GPs to streamline care and 
ensure 18 week targets are met. Regular audits have been undertaken to identify gaps in service and enable these gaps to be addressed. GP referrals 
are now more appropriate to secondary care. 

The doctor who led the group developed the competence to manage patients with Parkinson’s by attending a masterclass training programme11 and 
several of her consultant geriatrician colleagues and a GP with special interest in Parkinson’s have also undertaken training to ensure all patients have 
access to specialist support regardless of where they live. This team has benefi ted from strong coherent leadership, a major contributing factor to it 
winning the Hospital Doctor of the Year Awards 2006 Parkinson’s disease category. 

11   British Geriatrics Society (Special interest movement disorders section) www.bgs.org.uk/PDF%20Downloads/MasterStrokes_Oct07.pdf
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Section Four: How to redesign neurological services 

Six Step Guide to Integrated Workforce Planning 
At its simplest, effective workforce planning ensures you will have a workforce of the right size, with the right skills, organised in the right way, within 
the budget that you can afford, delivering services to provide the best possible patient care. NWP has developed the Six Step Guide to Integrated 
Workforce Planning to assist organisations in developing integrated fi nancial, service and workforce plans. The guide follows a series of simple steps 
from visioning the future workforce, modelling supply and demand options through to developing a practical action plan that can be implemented 
within the organisation.

Workforce plans are prepared at many levels. At a local level, there are the plans – staffi ng rotas - prepared once a month by a ward manager to 
ensure that their ward has all its shifts covered by staff with the correct skills and competences to ensure that patient services are delivered safely and 
effectively. 

At the most complex level, there are SHA level workforce plans which might be an aggregation of all the plans submitted by the PCTs and by provider 
organisations which is used to support strategic and fi nancial planning and education commissioning. 

You may need to plan your future workforce needs in the context of plans to reconfi gure services. On the other hand, you may want to rethink the 
delivery of services in the context of an anticipated shortage of staff with particular skills.

The main aim of the six step guide is to set out in a practical framework those elements that should be in any workforce plan. 

The diagram on the following page outlines the individual steps and the different elements involved in the development of the plan. In addition there 
is an e-learning CD-ROM version of the six steps guide inside the back cover.
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Step six
Implementation

and review

Step one
Define the plan

Step two
Forces for change

Step three
Assessing demand

Step four
Assessing supply

Step five
Developing action

plan

Rationale: Why is the plan being prepared?
Function: What decisions will the plan support?
Scope: What does the plan cover?

Goals: How big is the impact on service of each gap likely to be?
Visioning the future: What will the service be like when the desired outcomes have been achieved?
Scenario planning: What are the possible future changes?

Workforce demand: What does future demand mean for workforce planning?
Population health needs: What are the characteristics of the population and the environment in which they live?
Workforce structure: What changes will be needed to meet patient needs?
Productivity: How can more be done with the same workforce?
New ways of working: Will changing the skill mix and/or developing new roles improve patient care?
Education and training: What types of education and training will be needed?

Current workforce: What are the characteristics/skills of the staff currently in post?
Workforce supply: What is the rate of leavers and joiners from and to the service and why?
Developing the existing workforce: How can staff be used more effectively?

Gaps: What are the gaps between workforce demand and supply and what can be done to close these gaps?
Options: What options exist for increasing supply or reducing demand?
Cost: How affordable is the likely impact of each option and how much will it cost?

Measuring progress: Is progress being made towards the goals?
Course corrections: What actions are needed to stay on course?
Reviewing the plan: Is the plan still valid?
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Commissioning issues
From the commissioning perspective, there is a need to consider best practice guidelines, challenge the productivity and effi ciency across the whole 
health economy and meet the changing patient demand for services. Commissioning of future services needs to take account of the demand for 
certain skills - with the advances in technology and new ways of working it cannot be assumed that the same skill mix will be needed in the future. 
Commissioners and providers also need to ensure through effective education commissioning that the skills required will be in place. Workforce supply 
and demand issues need to be underpinned by effective management of workforce change with clear planning and effective engagement of key 
stakeholders across healthcare. 
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Provider issues
From the provider perspective, the drivers will be to deliver high quality care, close to home and within budget. Increasingly this is being achieved by 
redesigning how care is delivered, by whom and in what location. 

Planning for future service provision needs to take account of the workforce issues alongside those of service and fi nancial planning. Providers will 
need to develop their future staffi ng needs, taking account of new ways of working, technological advances and how care is to be delivered closer 
to home. In addition, they will have to ensure the supply of future staff by looking at retaining existing staff and developing innovative solutions to 
developing the right skill mix in teams. In designing services providers should, of course, pay attention to the needs of all service users, taking into 
account particular needs that may be related to their ethnicity, disability, gender, age, religion, beliefs or sexual orientation.

Above all, organisations will have to become skilled in developing fl exibility within the workforce to be able to cope with the fast pace of change in 
the future. In many areas clinical engagement in the development of future plans will be key to delivering effective patient care in the future. 
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Competences for workforce design 
The delivery of safe, high quality, cost effective services for people with LTnC depends signifi cantly on having health and social care staff with the right 
skills in the right place at the right time, in the right numbers. The role of the commissioner in determining the mix of those skills is, however, one of 
facilitation rather than direct planning. It is the provider who is responsible for the employment, deployment and design of the workforce to deliver a 
service to the described specifi cation. 

Skills for Health 
Skills for Health has a database of hundreds of nationally agreed competences which can be used as the building blocks from which you can design 
a fl exible, transferable, healthcare workforce. There are competences available specifi cally for workforce planning, neurological conditions, case 
management of LTnC, rehabilitation and therapy. 

To enable you to fi nd and use the competences that are relevant to your service there are a number of application tools that are available free of 
charge to the sector.

www.skillsforhealth.org.uk 

Skills for Care 
Working in consultation with carers, employers and service users, Skills for Care aims to modernise adult social care in England, by ensuring 
qualifi cations and standards continually adapt to meet the changing needs of people who use care services. 

www.skillsforcare.org.uk
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Section Five: Increasing clinical impact and 
maximising cost savings 
The following case studies outline the economic costs of caring for patients with LTnC. While these fi gures are average fi gures across the UK, there 
will be signifi cant scope in all health economies to look at effi cient models of care that meet the current and future patient need. 

The economic impact of Parkinson’s care 

The cost of Parkinson’s is extremely high in both economic terms and in terms of the impact on patient’s lives. Economic costs escalate 
with disease severity and patients use more healthcare resources. To ensure best values in outcomes and resource utilisation, clinicians 
should focus on treatments that maintain independence while minimising the impact of disease progression. 

In 1998 the direct costs of care in the UK were evaluated in a sample of people with Parkinson’s. Although drug costs and infl ation mean 
that these fi gures are now an underestimate of the current costs, the fi gures reveal important information about how money is spent on 
people with Parkinson’s. 

The total mean annual cost of care per patient for all patients was £5,993 in 1998. Social care costs accounted for 34 percent of total 
costs and tended to rise with increasing age. NHS costs accounted for 38 percent of total costs. Total annual direct costs were £4,189 
for each patient living at home; £15,355 for patients whose care was divided between home and residential or nursing home care; and 
£19,338 for patients in full time care1. 

In 2005/6, analysis of hospital episode statistics showed that 34,839 people with Parkinson’s were admitted into hospital in England, 
many on more than one occasion. Based on Parkinson’s prevalence of 1 in 500, it is estimated that there were 101,380 people with 
Parkinson’s living in England in 2005/6, therefore more than one third of the people with Parkinson’s in England are admitted into hospital 
each year. The data also showed an average length of stay of fi ve days longer than a comparable elderly population.2

1   Findley .LJ. The economic impact of Parkinson’s disease. www.elsevier.com/locate/parkreldis
2   Analysis of Hospital Episode Statistics (HES) data for Parkinson’s admissions in England, 2005/06 
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Cost savings with service redesign 

Developing new services 

The MS team at the National Hospital for Neurology and Neurosurgery, University College London Hospital Foundation Trust has developed a 
successful multidisciplinary specialist relapse service for people with MS. Over fi ve years, the service has evolved from an inpatient to an outpatient 
service progressing to a trial of a home delivery. Service redesign has reduced variations in practice between clinical teams and led to a reduction in 
average waiting times to treatment from 6.2 weeks to 6.1 days. The trial demonstrated an average cost saving of £1,797 per patient treated with 
steroids for a relapse at home instead of within a day care hospital setting.12 

12   Porter, B., Matheson, F and Chataway, J (2007) ‘Key steps to delivery of a person centred relapse service’ The National Hospital for Neurology and Neurosurgery and the Multiple 
Sclerosis Trust

Costs of misdiagnosis of epilepsy 

Misdiagnosis rates in the UK where a diagnosis of epilepsy is incorrectly made are between 20 - 31 percent. Using an assumed rate of 23 
percent, this equates to 105,000 people with a diagnosis of epilepsy and receiving anti-epileptic drugs who do not have the condition. 
This high misdiagnosis rate has a major impact on people’s lives, including the physical implications of the side effects of taking anti-
epileptic medication. One of the main reasons for the high level of misdiagnosis is the lack of training and the limited access for people 
with epilepsy to epilepsy specialists1. 

In 2004, the medical cost associated with misdiagnosis in England was £23 million and the non-medical cost was £111 million2. 
Developing the epilepsy service and having the correct workforce in place should help to improve the rates of accurate diagnosis thus 
reducing the amount of costs associated with misdiagnosis.

A randomised controlled trial3 found that patients who consulted an epilepsy nurse specialist as well as their neurologist were signifi cantly 
less likely to seek additional consultations with their GP or clinic doctors. This led to an annual saving of £184 per patient, as GP and 
clinician time was freed up by patients being able to access the epilepsy specialist nurse for advice and support.

1   All Party Parliamentary Group on Epilepsy, Wasted Money Wasted Lives: the human and economic cost of epilepsy in England, June 2007
2   Epilepsy prevalence, incidence and other statistics. The Joint Epilepsy Council August 2005. www.jointepilepsycouncil.org.uk 
3   Warren E, An evaluation of a nurse specialist / case manager intervention in the management of Epilepsy (RF13, 1998)
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Outcomes 

Due to the education and information provided by the MS nurse, people with MS felt confi dent in knowing when to contact the team and self • 
refer for an assessment of their needs and signposting to the most appropriate service 

By encouraging people with MS to self report new symptoms, the MS nurse was able to provide a timely service. The telephone service allowed • 
people with MS to self refer for provision of 1) a timely assessment, 2) outpatient cannulation, 3) delivery of intravenous steroids (if appropriate). 
The service allowed MS nurses to expertly assess and triage appropriate patients to the clinic or direct them to other areas of treatment and 
support locally 

The telephone screening service was such a success that it led to the development of a weekly outpatient relapse clinic that could be accessed by • 
self referral. MS nurses joined up with other key specialists from the MDT such as physiotherapists, continence advisors and occupational therapists 
to provide this additional service. 

By working with the MDT and producing an expert consensus group to agree local guidelines, the MS nurse was able to help streamline clinical • 
practice between teams dealing with the management of urinary tract infections and the number of infusions offered per year. As a result, waiting 
times were reduced from 6.2 weeks to 6.1 days13 and high levels of patient satisfaction was reported. The support and infrastructure of the MDT 
and Trust wide interest was crucial in service development 

The trial demonstrated that home delivery of intravenous (IV) steroids during acute relapses was • 
superior to the outpatient experience, safer to administer and cheaper. (Porter et al, 2007: 40) The 
coordination of care was better, treatment was more convenient and timely and the calmness of the 
environment at home (as opposed to hospital) was reassuring and comforting for the patient 

It is estimated that PCTs will have more than 10 patients requiring relapse treatment per annum. If an • 
MS nurse is available to treat each one of these at home instead of in hospital, then this produces a 
cost saving of £17, 970 to the PCT. (Porter 2007: 40) 

13   Matheson, F. and Porter, B (2006) The evolution of a relapse clinic for multiple sclerosis: challenges and recommendations. British Journal of Neuroscience Nursing, vol 2 (4), 
pp. 180 – 186

“The support of an MS nurse is 
invaluable. There is someone you 
can call, and get help straight 
away. I would have had so many 
doctor appointments if I wasn’t 
able to call my nurse.”
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Reduction in A&E attendances 

In February 2005 an adult epilepsy specialist nurse came to post, working for Surrey PCT. Prior to this, there was no epilepsy specialist nurse in post. 

Data from the Royal Surrey County Hospital shows a reduction in attendances for people with epilepsy at A&E from an average of 29 a month in 2005 
to 15 a month in 2007. This results in an average of 14 less a month and 168 a year. Under Payment by Results this would attract the tariff of £102 
giving a saving of £17,136 a year. The epilepsy specialist nurse achieved these outcomes by: 

Managing medication • 

Adjusting medication • 

Educating people with epilepsy - self management • 

Educating carers and family in the use of rescue medication • 

Interception through telephone clinics • 

Educating ambulance technicians. • 

Treatment of acute episodes 

Any individual with MS who experiences an acute episode (including optic neuritis) suffi cient to cause distressing symptoms or an increased limitation 
on activities, should be offered a course of high dose corticosteroids. Intravenous methylprednisolone or high dose oral methylpresnisolone should be 
given as soon as possible after the relapse.14

In 2006, the North Northamptonshire PCT based MS service began delivering oral steroids to people in their own homes, removing the need for them 
to go into hospital for IV steroid treatment. During the period 2006/7, 34 episodes of oral steroids were administered to people in their own homes, 
resulting in a cost saving of £65,773. Due to the work of the MS specialist nurse the need for secondary care neurology appointments has decreased 
by 52 percent, freeing up capacity and producing further cost savings of £16,402. 

The MS nursing service works with GPs and the general hospital on admission avoidance and is working with the long term conditions team 
developing anticipatory care plans for people with MS who are frequent users of acute services. 

The MS service also provides education, support and advice to professionals, providing a bi-annual, newly designed, ‘Getting to Grips’ course which 
gives information and support to all those diagnosed two years or less on relapse management, infections, symptom fl are-ups and who to contact. 

14   NICE (2003) Multiple Sclerosis: management of multiple sclerosis in primary and secondary care. Clinical guideline number 8. November 2003. Developed by the National 
Collaborating Centre for Chronic Conditions. NICE: London
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Reduction in admissions and length of stay 

For two years before the PDNS came into post, Harlow PCT had established robust data on hospital admissions for primary and secondary diagnosis 
of Parkinson’s. When the nurse came into post, she was able to identify trigger factors for hospital admissions. Working with the MDT, the specialist 
nurse ensured early therapy interventions and established herself with patients as the fi rst port of call in a crisis. She was also able to use daily 
admissions reports and patients at risk of readmission (PARR) reports to allocate her resources to where they were most needed. In changing the way 
patients accessed the service, she was able to reverse the upward trend in admissions and length of stay for patients with Parkinson’s. These changes 
delivered an £80,000 saving to the PCT and its patient group felt supported and informed. 
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Section Six: Sources of support and useful links 
As this guide outlines, local health and social care services have a key role to play in supporting service delivery. The voluntary sector also provides a 
wide range of services to people with LTnC, their families and carers. 

EA, the MS Society and Parkinson’s Disease Society are the three largest neurological charities in the UK representing over 660,000 people with 
neurological conditions. Over the course of nine years, these charities have together invested over £16m both in pump priming nursing posts and 
in providing education and training for specialist nurses. Each has their own nurse funds which have been established to support professionals. As 
membership organisations, access to a specialist nurse is one of the key priorities for people living with MS, epilepsy and Parkinson’s, second only 
to research in to the conditions. The third sector has expertise in specifi c conditions and can provide support to the MDT and local health trusts. In 
addition to the charities below, many other charities provide support for people with LTnC. 

Epilepsy Action (EA) 
EA is the UK’s largest member-led charity for people with epilepsy. EA provides a range of services, including a free telephone helpline, providing 
information to anyone interested in epilepsy, and branches throughout the UK which are run by volunteers. 

EA runs the Sapphire Nurse Scheme which aims to help appoint epilepsy specialist nurses into NHS trusts. A sapphire nurse, or sapphire epilepsy 
specialist nurse to use the full title, is a nurse who has a wealth of knowledge and experience in caring for people with epilepsy. Generally, there 
are three types of sapphire nurse: those who specialise in caring for adults with epilepsy, those who specialise in caring for children (paediatric) with 
epilepsy and those who specialise in learning disabilities. Sapphire nurse posts have been funded initially by a grant from EA or, in the case of most 
paediatric posts, by a grant from the Roald Dahl Foundation. 

EA can provide a range of tools, resources, support and expertise to support commissioners and service managers with the redesign of neurology 
services, as well as bringing the user perspective to the commissioning process. Further information is available from their website 
www.epilepsy.org.uk.
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MS Society 
The MS Society is the UK’s largest charity dedicated to supporting everyone whose life is touched by MS. It provides respite care, a freephone MS 
helpline, grants for home adaptations and mobility aids, education and training, and a wide range of information. The MS Society also funds over 40 
vital MS research projects in the UK. 

The MS Society is committed to working at both a national and local level to ensure that access to high quality health and social care services is a 
reality for everyone affected by MS. It has a strong history of working with commissioners and providers and health and social care professionals 
and can provide expertise in a range of specialisms (including nursing, physiotherapy, independent living and audit and evaluation) as well as local 
information and the service user perspective. The MS Society can also provide funding for MS specialist practitioners including nurses and other allied 
healthcare professionals. Once in post, MS specialist practitioners are supported with a comprehensive range of educational opportunities to enhance 
their continued professional development including educational bursaries and membership to the MS Professional Network to promote and share best 
practice. 

The MS Society also has a local branch structure that caters for people of all ages and interests. Through its local branch network the Society provides 
a range of services in partnership with professionals to complement statutory provision. 

For more information visit: www.mssociety.org.uk.

Parkinson’s Disease Society
The Parkinson’s Disease Society is the main UK charity representing people with Parkinson’s. The Parkinson’s Disease Society has helped many local 
health organisations scope their Parkinson’s services, and can support local teams fi nd a model of specialised Parkinson’s services that works for them 
and works for the needs of people with Parkinson’s in their area. They can also offer fi nancial support for up to two years to employ key Parkinson’s 
practitioners such as a PDNS, as part of the PCT’s ongoing commitment to improve and maintain Parkinson’s services. 

The Parkinson’s Disease Society can facilitate access to Parkinson’s services users so commissioners and service mangers can hear directly the views 
and experiences of people who are dependent on local services for the effective management of their condition. In each PCT area the Parkinson’s 
Disease Society employs staff locally who can offer one-to-one advice and support on accessing health and social care services. Linked to a Parkinson’s 
multidisciplinary care team, these staff can support people with Parkinson’s in managing their condition and becoming expert patients. 

The Parkinson’s Disease Society has a well developed professional education programme including regional training teams, educational bursaries, 
conferences, publications and a comprehensive website. The Parkinson’s Disease Society also has a national programme of continued professional 
development and mentorship for every PDNS. 

For more information on the Parkinson’s Disease Society and support available go to www.parkinsons.org.uk.
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Useful Links 
Department of Health
www.dh.gov.uk 

Royal College of Nursing
www.rcn.org.uk 

Multiple Sclerosis Society
www.mssociety.org.uk 

Parkinson’s Disease Society 
www.parkinsons.org.uk 

Epilepsy Action 
www.epilepsy.org.uk 

NHS National Workforce Projects 
www.healthcareworkforce.nhs.uk 

Skills for Health 
www.skillsforhealth.org.uk 

Skills for Care 
www.skillsforcare.org.uk 

The Neurological Alliance 
www.neural.org.uk 

Brain & Spine Foundation 
www.brainandspine.org.uk 

Joint Epilepsy Council 
www.jointepilepsycouncil.org.uk 

Epilepsy Nurses Association 
www.esna-online.org.uk 

Care Services Improvement Partnership 
www.csip.org.uk 

The UK MS Specialist Nursing Association
www.ukmssna.org.uk
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Appendix 1
Estimated Incidence and Prevalence of Multiple Sclerosis, Parkinson’s Disease and Epilepsy in 4 PCTs
The incidence and prevalence are calculated by applying national estimated rates (see Table 2) to the local PCT population.

Table 1: Incidence & Prevalence by PCT

Multiple Sclerosis Parkinson’s Disease Epilepsy

PCT
Resident 

population
Prevalence Incidence Prevalence Incidence Prevalence Incidence

Bassetlaw PCT  111,431  134  8  223  19  850  51 

Cornwall & Isles of Scilly PCT  526,369  632  37  1,053  89  4,016  242 

Haringey Teaching PCT  225,657  271  16  451  38  1,722  104 

Surrey PCT  1,073,478  1,288  75  2,147  182  8,191  494 

Table 2: National estimated rates

No. per 100,000

Condition Prevalence Incidence

Multiple Sclerosis 120 7

Parkinson’s Disease 200 17

Epilepsy 763 46

References:

1   PCT resident population - National Statistics 2006 mid-year estimates (provisional). All ages. Released November 2007.
2   Multiple Sclerosis rates - Department of Health (2005) The National Service Framework for Long-term Conditions. Annex 4, p.107 (prevalence = 100-120; incidence = 3-7. Highest 
value has been used in calculation. Some literature suggests prevalence as high as 143 per 100,000)
3   Parkinson’s Disease rates - Department of Health (2005) The National Service Framework for Long-term Conditions. Annex 4, p.107
4   Epilepsy rates - Joint Epilepsy Council (2005) Epilepsy prevalence, incidence and other statistics. (Prevalence is estimated as 1 in 131).

© Sue Ryder Care 2008
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Appendix 2
Incidence and prevalence of some neurological conditions in the UK1915 

Condition
Incidence per PCT population 

(New cases per year)
Prevalence per PCT Population
(Cases per 100,000 of population)

PCT size 100,000 200,000 300,000 100,000 200,000 300,000

Cerebral Palsy N/k 186 372 558

Charcot-Marie-Tooth 
Disease

N/k 40 80 120

Dystonia20 N/k 65 130 195

Early onset dementia21 N/k 67 134 201

Epilepsy22 23 24-58 48-116 72-174 430-1000 860-2000 1290-3000

Essential tremor N/k 850 1700 2550

Huntington’s disease N/k 13.5 27 40.5

Migraine24 (England) 400 800 1200 15,000 30,000 45,000

Motor neurone disease 2 4 6 7 14 21

Multiple sclerosis25 3-7 6-14 9-21 100-120 200-240 300-360

19   Unless indicated otherwise this table is based on fi gures in Neuro numbers: a brief review of the numbers of people in the UK with a neurological condition. See paper for details 
on other conditions such as ataxia, brain tumour, Guillain Barre syndrome and narcolepsy. Where additional and comparable information has become available it is added in italics 
with a footnote.
20   Unless indicated otherwise this table is based on fi gures in Neuro numbers: a brief review of the numbers of people in the UK with a neurological condition. See paper for 
details on other conditions such as ataxia, brain tumour, Guillain Barre syndrome and narcolepsy. Where additional and comparable information has become available it is added in 
italics with a footnote.
21   Primary idiopathic - ie not associated with another condition.
22   For Alzheimer’s Disease in over 65s the incidence is 25,000, prevalence 1,000 and approximate total numbers 700,000. Alzheimer’s Disease and other dementias are covered in 
the NSF for Older People
23   Figures for England and Wales from NICE Guidelines 
24   Figures from Dr Richard Harvey, Dementia Research Group, Imperial College School of Medicine
25   Steiner TJ et al, Epidemiology of migraine in England. Cephalagia 1999: 19:305-6.



35

NHS National Workforce Projects

Condition
Incidence per PCT population 

(New cases per year)
Prevalence per PCT Population
(Cases per 100,000 of population)

PCT size 100,000 200,000 300,000 100,000 200,000 300,000

Muscular dystrophy N/k 50 100 150

Parkinson’s disease 17 34 51 200 400 600

Post polio syndrome N/k 250 500 750

Spinal cord injury26 227 4 6 50 100 150

Spina Bifi da and congenital 
Hydrocephalus

N/k 24 48 72

Young onset stroke28 5529  110 165 N/k

Traumatic brain injury 
leading to long term 
problems30

175 350 525 1200 2400 3600

Leading to hospital admission With long term problems
16

26   Figures from NICE Guidelines for England and Wales 
27   Kurtzke JF. Epidemiology of Spinal Cord Injury. Neurologia Nerocirugia Psiquiatria 1978: 18: 157-91
28   The Spinal Injury Association gives 666 new patient admissions to Spinal Injury Centres in the UK and Ireland in 2000. (equiv to about 2/100,000). 
29   For Stroke in all ages the incidence is 204, prevalence 800, and approximate total numbers 300,000. Stroke is covered in the NSF for Older People
30   Admissions to hospitals in England 2002-03
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Appendix 3

Neurological Long Term Conditions 
Quality Requirements 
Quality Requirement 1: A persons centred service 
People with long term neurological conditions are offered integrated 
assessment and planning of their health and social care needs. They are 
to have information they need to make informed decisions about their 
care and treatment and, where appropriate, to support them to manage 
their condition themselves.

Quality Requirement 2: Early recognition, prompt diagnosis and 
treatment 
People suspected of having a neurological condition are to have prompt 
access to specialist neurological expertise for an accurate diagnosis and 
treatment as close to home as possible. 

Quality Requirement 3: Emergency and acute management 
People needing hospital admission for a neurosurgical or neurological 
emergency are to be assessed and treated in a timely manner by teams 
with the appropriate neurological and resuscitation skills and facilities. 

Quality Requirement 4: Early and specialist rehabilitation 
People with long term neurological conditions who would benefi t from 
rehabilitation are to receive timely, ongoing, high quality rehabilitation 
services in hospital or other specialist settings to meet their continuing 
and changing needs. When ready, they are to receive the help they need 
to return home for ongoing community rehabilitation and support. 

Quality Requirement 5: Community rehabilitation and support 
People with long term neurological conditions living at home are to have 
ongoing access to a comprehensive range of rehabilitation, advice and 
support to meet their continuing and changing needs, increase their 
independence and autonomy and help them to live as they wish. 

Quality Requirement 6: Vocational rehabilitation 
People with long term neurological conditions are to have access to 
appropriate vocational assessment, rehabilitation and ongoing support, 
to enable them to fi nd, regain or remain in work and access other 
occupational and educational opportunities. 

Quality Requirement 7: Providing equipment and accommodation 
People with long term neurological conditions are to receive timely, 
appropriate assistive technology/equipment and adaptions to 
accommodation to support them to live independently, help them with 
their care, maintain their health and improve their quality of life. 

Quality Requirement 8: Providing personal care and support 
Health and social care services work together to provide care and support 
to enable people with long term neurological conditions to achieve 
maximum choice about living independently at home. 

Quality Requirement 9: Palliative care 
People in the later stages of long term neurological conditions are to 
receive a comprehensive range of palliative care services when they 
need them to control symptoms, offer pain relief, and meet their needs 
for personal, social, psychological and spiritual support, in line with the 
principles of palliative care. 

Quality Requirement 10: Supporting family and carers 
Carers of people with long term neurological conditions are to have 
access to appropriate support and services that recognise their needs 
both in their role as a carer and in their own right. 

Quality Requirement 11: Caring for people with neurological 
conditions in hospital or other health and social care settings 
People with long term neurological conditions are to have their specifi c 
neurological needs met while receiving treatment or care for other 
reasons in any health or social care setting.
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Six Step Guide to 
Integrated Workforce 
Planning e-learning CD
Six Steps is an interactive e-learning programme that gives you 
a guide to effective integrated workforce planning. 

At its simplest, workforce planning ensures you will have a workforce 
of the right size, with the right skills and diversity, organised in the 
right way.  

Six Steps aims to help those doing workforce planning gain an 
understanding of how to work through the maze of information to 
prepare a workforce plan which can be implemented and which will 
deliver the required changes. Simply load the CD into your PC and 
work your way through the programme at your own pace.
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IntroductIon

Neurological problems are common in secondary care; 
they result in 3–8% of emergency department 
attendances, 15–20% of medical unit admissions, 40% of 
inpatients on medical wards and many requests for 
inpatient consultation.1–7

Studies have demonstrated the value of neurologists in 
confirming and making de novo neurological diagnoses, in 
revoking or changing at least one fifth of emergency or 
general physicians’ neurological diagnoses and in reducing 
patients’ length of stay in hospital.4,8–14

The long-term aspiration of the Association of British 
Neurologists is for all patients presenting to hospital 
with acute neurological problems to be assessed 
immediately by a neurologist.8 However, most of these 
patients are never seen by a neurologist, and tend to be 
managed by general physicians.5,6

A rapid access neurology clinic is one interim solution 
that could help manage patients with semi-urgent 
neurological problems who do not require admission to 
hospital. The rationale is that this clinic would enable 
patients who contact emergency services with 
neurological problems to be managed quickly by 
neurologists, potentially reducing hospital admissions15 
and targeting investigations appropriately. This service 
model seemed to be ideally suited to the workforce and 
geographical limitations in Edinburgh, where there is no 

on-site neurology service at the hospital housing the 
regional emergency department.

Methods
Study setting
NHS Lothian delivers healthcare to a population of about 
800,000. The ~380,000 adults living in Edinburgh who are 
the focus of this study are served by the Emergency 
Department at the Royal Infirmary of Edinburgh (RIE). At 
the time of this study in 2005, patients with acute 
neurological problems could obtain urgent assessment via 
several routes (Figure 1). Protocols were available to 
guide the management of some neurological conditions 

Acute neurological problems: frequency, 
consultation patterns and the uses of a 
rapid access neurology clinic
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Figure 1 Access to emergency medical services for 
citizens of Edinburgh with acute neurological problems in 
the last quarter of 2005.
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for which dedicated services existed, such as transient 
ischaemic attack or stroke, and first seizure. However, 
some patients with neurological problems seen in the 
Emergency Department or the RIE’s Combined Assess-
ment Unit (medical admissions) may not have been 
admitted by, discussed with or followed up by neurologists 
at the regional neuroscience centre based at the Western 
General Hospital, six miles away.

Cross-sectional service evaluation of patients attending 
the emergency department or medical admissions unit

We retrospectively searched electronic health records 
systems at the RIE to identify all attendances in the 
Immediate Care (‘majors’) area of the Emergency 
Department and the GP-referral area (‘trolleys’) of the 
medical admissions unit from 1 October 2005 until 31 
December 2005 inclusive. AE Pope and FA Chapman 
(and R Al-Shahi Salman in cases of doubt) reviewed the 
entire free-text record of each Emergency Department 
attendance or the diagnostic coding of each medical 
admissions unit attendance (with reference to the entire 
electronic patient record when necessary) or both.16  

We used the patient record to: categorise the principal 
reason for each attendance as neurological, neurosurgical 
or other; sub-classify the neurological diagnoses; 
determine whether a member of the neurology service 
was contacted; and ascertain whether patients were 
admitted or followed up by neurology services.17

Patients with neurological problems but no contact 
with the neurology service

In order to ascertain the greatest potential demand for 
a rapid access neurology clinic, we identified patients 
with neurological problems who were not documented 
as being referred to on-call, inpatient or outpatient 
neurology services. R Al-Shahi Salman further scrutinised 
the two most common diagnoses in this group (epilepsy 
and headache) to determine which patients might have 
been likely to benefit from a rapid access neurology 
clinic (for example, poorly controlled epilepsy, poorly 
controlled migraine, cases of diagnostic doubt, cases 
where investigation was undertaken but seemed 
unnecessary or headache/epilepsy resulting in hospital 
admission) or not (for example, alcohol withdrawal 
seizures and resolved headache).

Evaluation of the Rapid Access Neurology Clinic

This service evaluation led to the creation of a Rapid 
Access Neurology Clinic (RANC) on 5 January 2007, 
run by two consultant neurologists (R Al-Shahi Salman 
and RSG Knight) every Friday morning at the Royal 
Infirmary of Edinburgh. The RANC has six half-hour 
slots for patients seen with neurological problems in the 
Emergency Department or medical admissions unit over 
the preceding week, who are not already under the care 
of a consultant neurologist and whose problem is not 
appropriate for existing dedicated, protocol-directed 
services (first seizure, neurovascular and syncope). 

Patients are booked into the clinic at the discretion of 
the doctor assessing them (sometimes after discussion 
with the on-call neurology service to determine if the 
patient would benefit from semi-urgent neurological 
assessment). The RANC is also accessible to the 
Emergency Department at St John’s Hospital in Livingston 
so that service provision is equitable in Lothian (the 
administrative region in which Edinburgh is located). FA 
Chapman retrospectively assessed the characteristics of 
the patients seen in the first year of the RANC, using the 
electronic health records system, and applied the same 
diagnostic sub-classifications as had been applied to the 
retrospective cohort.

This project involved service evaluation, audit and quality 
improvement, so research ethics committee approval 
was not required.

results
Patients attending the emergency department or 
medical admissions unit

Of 12,024 patient attendances over three months, 9% 
overall were primarily due to a neurological problem 
(Figure 2). The most common diagnoses were epileptic 
seizure(s), cerebrovascular diseases and headache (Table 
1). Of these 1,036 patients, neurology or neurosurgery 
services were consulted about 88 cases (8%) and a 
further 268 (26%) reached an appropriate service 
involving neurologists. Where either consultation with, 
or follow-up by, neurological services was not specified, 
we assumed they had not taken place, leaving 680 
patients (66%) without any apparent contact with 
neurological services (Table 2 overleaf).

The uses of a rapid access neurology clinic
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Figure 2 Neurological problems among all attendances 
in unscheduled care over three months.
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Patients with neurological problems but no contact 
with the neurology service

A mean of 52 patients per week over three months did 
not have any contact with neurological services, and they 
accounted for a sizeable burden on general medical 
services: 286 (42%) were admitted to the medical 
admissions unit, and 34 (5%) were followed up in medical 
outpatients.  The majority of the patients without contact 
with neurology services had presented with epileptic 
seizure(s) or headache (Table 1). One author (R Al-Shahi 
Salman) reviewed these 355 patients’ medical records, 
and found 142 (40%, mean 11 patients per week) might 
have benefited from neurological consultation (as 
described in the Methods section): 105 (30%) were 
admitted, of whom 62 (59%) might have benefited, and 
250 (70%) were discharged, of whom 80 (32%) might 
have benefited.

Evaluation of the Rapid Access Neurology Clinic

During its first year, 167 patients were referred to the 
RANC; 154 patients attended their appointment, within 
a median of two days of their initial presentation. 
Referrals to the clinic were slow to accumulate, but by 
the end of the year all six new patient slots were being 
used. In comparison to the neurological problems that 
did not result in neurological consultation in the three-
month service evaluation, in the first year of the RANC 
headache and medically unexplained symptoms con-
stituted a greater proportion and epileptic seizure(s) a 
smaller proportion of the workload (Figure 3). We did 
not formally assess whether admissions and length of 
stay were reduced in a before-and-after study; conversely, 
three patients who were referred to the RANC were 
admitted following their appointments.

J R Coll Physicians Edinb 2009; 39:296–300
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l TAble 1 Diagnostic breakdown of 1,036 patients 
attending unscheduled care services with neurological 
problems, subdivided into those who were discussed with 
neurological services and those who were not

Diagnostic category Number (%) of patients

Total Consulted Not 
consulted

Epileptic seizure(s) 363 (35%) 128 235

Transient ischaemic 
attack and stroke

218 (21%) 150 68

Headache 141 (14%) 21 120

Delirium and neuro-
degenerative disorders

69 (7%) 7 62

Vestibular disorders 67 (6%) 5 62

Non-specific 
neurological symptoms

60 (6%) 11 49

Spinal disorders 31 (3%) 2 29

Neuromuscular 
disorders and cranial 
neuropathies

25 (2%) 7 18

Medically unexplained 
symptoms

17 (2%) 8 9

Subarachnoid 
haemorrhage

8 (1%) 8 0

Neurological 
infections

7 (1%) 2 5

Tumours 7 (1%) 2 5

Functional disorders 6 (<1%) 1 5

Movement disorders 5 (<1%) 1 4

Pain syndromes 4 (<1%) 1 3

Coma 3 (<1%) 1 2

Multiple sclerosis 3 (<1%) 1 2

Trauma 2 (<1%) 0 2

Total 1,036 356 680

TAble 2 Outcome of patient attendance, cross-tabulated 
against whether there had been consultation with 
neurology or neurosurgery

Neurology 
consults 
(83)

Neuro-
surgery 
consult 
(5)

No 
neurology 
consult 
(890)

Unknown 
consult 
(58)

Using appropriate or existing neurology services

Admit to 
neurology

17 (20%) – – –

Admit to 
stroke unit

2 (2%) – 92§ (10%) –

Urgent 
neurology 
outpatient

7 (9%) – 2§ (1%) –

Routine 
neurology 
outpatient

13 (16%) 1 (20%) 47§ (5%) –

First seizure 
clinic

5 (6%) – 56§ (6%) 1 (2%)

Neurovascular 
outpatient

2 (2%) – 54§ (6%) –

Admit to 
critical care

2 (2%) 1 (20%) 12 (1%) 4 (7%)

Using non-neurological services

Admit medical 
admissions unit

19 (23%) 2 (40%) 254* 
(29%)

32* (55%)

Medical 
outpatients

1 (1%) 1 (20%) 34* (4%) –

No follow-up 7 (9%) – 328* 
(37%)

2* (3%)

Unknown 8 (10%) – 11* (1%) 19* (33%)
§ Direct referral to these existing services was possible, without the 
need for consultation
* Shaded boxes = no apparent contact with neurology services (n=680, 
66% of total of 1,036 patients) 



dIscussIon

In a three-month study of 12,024 consecutive emergency 
attendances at the RIE, 9% were due to neurological 
problems.1,2 Epileptic seizure(s), cerebrovascular diseases 
and headache were the three leading neurological 
problems.  We found that two thirds of patients presenting 
with neurological problems were not discussed with, 
admitted or followed up by a neurologist; these numbered 
a mean of 52 such patients per week, of whom 42% 
were admitted to the medical admissions unit. Of the 
patients with epileptic seizure(s) and headache who 
were not seen by a neurologist, 40% might have benefited 
from a neurological assessment.

There may have been several reasons why neurologists 
were not involved with the majority of patients with 
neurological problems. We found that neurological 
assessment would have been unlikely to be helpful for 
60% of the patients with headache or epileptic seizure(s), 
and this may have applied to a greater or lesser extent 
to the other diagnoses. General and emergency physicians 
are capable of managing some neurological emergencies, 
and had recourse to protocols for first seizures, transient 
ischaemic attack and stroke at the time of this study. 
However, we found room for improvement in the 

management of the patients with sudden severe headache 
in this series, leading us to create a protocol for their 
management.18 Alternative explanations for the paucity 
of referrals include the pressure on emergency physicians 
to meet waiting-time targets (which might encourage 
discharge without discussion) and the location of the 
neuroscience centre in a different hospital.

This study has strengths and weaknesses. We included 
>12,000 patients, which meant that most acute 
neurological problems were represented (Table 1). Only 
156 (1%) patients’ data were missing. Although our 
findings are generalisable to other settings where the 
neuroscience centre is located in a different hospital 
from the emergency department, we will have 
underestimated the incidence of acute neurological 
problems because many patients with these problems 
will have been referred direct to the neuroscience 
centre. Because this study investigated the neurological 
problems not referred to neurologists, we had to rely on 
emergency and general physicians’ clinical descriptions 
and diagnostic categorisations. Ideally, the impact of the 
RANC should be assessed in a before-and-after study, by 
repeating our initial three-month audit of all acute 
neurological problems in the era of the RANC.

This study has implications for those managing and 
working in acute medicine. From just a review of patients 
with headache and epileptic seizure(s) who had not 
been referred to neurology services, 30% of these 
patients were admitted to hospital, of whom 59% might 
have benefited from a neurological opinion. It is plausible 
that a neurologist’s involvement might have avoided 
some of these admissions, especially in the light of a 
systematic review, which found that up to one fifth of 
UK hospital admissions are inappropriate.19 From a local 
perspective, co-locating the neuroscience centre with 
the emergency department at the RIE should further 
involve neurologists in the care of patients with 
neurological problems in unscheduled care.

Until the consultant neurologist workforce in the UK 
has expanded sufficiently to assess every patient with an 
acute neurological problem within 24–48 hours, initiatives 
such as rapid access neurology clinics could help 
neurologists ‘engage in the day-to-day business of district 
general hospitals’, improve patient care and even minimise 
hospital admissions and re-attendances.20
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Figure 3 Frequency of neurological diagnoses among 
patients who did not have contact with neurological 
services in the three-month service evaluation (black) and 
among patients who were referred to the Rapid Access 
Neurology Clinic in its first year (grey).
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1. Background

A survey by the Neurological Alliance1 estimated that 10 million people in the UK have a neurological
disorder and that, every year, 600,000 new cases are diagnosed. However, according to a report
by the Association of British Neurologists (ABN)2, the provision of neurology services for these
people is far from adequate.  In 2003, there were 352 fulltime consultant neurologists, the equivalent
of one per 177,000 people.  Though this represents an improvement on the 1997 figure of one per
200,000, it still falls way behind other European countries3.  The ABN estimated that 1400
neurologists are needed to provide a round-the-clock service for all admissions, or half that number
for an office-hours service only.

A second ABN report4 suggested a core list of appropriate standards of care for patients with
acute neurological disease. These include:

• Easy and timely access to outpatient neurological services, regardless of geography

• Care from consultant neurologists with teams of appropriately trained staff – for all acutely ill
inpatients with neurological problems

• Significantly reduced waiting times for non-urgent neurological investigations

• A multi-disciplinary approach, crossing the boundaries of primary, secondary, tertiary and
social care

• Interdisciplinary working with elderly care physicians, nurse specialists and professions allied
to medicine

• Services close to home but also allowing easy access to specialist expertise and equipment

• Tertiary centres

• Increases in staffing to achieve these goals

2. Introduction

Encephalitis is inflammation of the brain tissue.  It can occur at any age in any part of the world
and is caused either by infection, usually viral, or by autoimmune diseases.  Many patients are left
with an acquired brain injury, the nature and degree of which can vary.

The Encephalitis Support Group is a national organisation which was established in 1994, in
North Yorkshire, England, with the aim of improving the quality of life of all people affected directly
and indirectly by encephalitis. The organisation changed its name in 2003 to the Encephalitis
Society, in order to better reflect its widening range of services.  Though still UK based, the
Society now has many international links.

The Society regularly conducts surveys of its members to gain a better picture of patient and
family experiences of the condition. This paper summarises the findings of one such survey,
carried out between September 2003 and May 2004.

3. Aims and Methodology

The purpose of the survey was to compare the experiences of the Society’s members in the light
of the standards of care recommended by the ABN. Questionnaires were distributed to 1188
members and recent contacts of the Encephalitis Society. 339 completed questionnaires were
returned, equating to a response rate of 28.5%.

Please note that, unless stated, all percentages quoted below relate to the respondents to a
specific question i.e. they are not percentages of the whole sample.
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4. Findings

4.1 The respondents

Gender: 56% of the respondents were female, and the remaining 44% male.  The graph below
shows the age distribution of the respondents.

0

10

20

30

40

50

60

70

80

90

under 20 20 to 29 30 to 39 40 to 49 50 to 59 60 to 69 70 to 79 80 and over

Year of illness: over three quarters (77%) of the respondents had developed encephalitis since
1995, and over half of these since 2000.  However, a small number of the respondents had had
the condition since the 1960s and ‘70s.

Comment: It is acknowledged that those respondents who have had the condition since the
1960’s or ‘70’s may have had very different experiences of hospital care, and that
their comments may therefore be less relevant than those of the respondents who
developed encephalitis quite recently. It is also unlikely that their memories will be as
accurate.

4.2 Care in hospital

Just over a half (54%) of those responding said that, when they were first diagnosed, their hospital
treatment had been under the care of a neurologist (37% said it had not been, 9% did not know).

Fewer than a half (45%) of those responding said they had been seen by a neurologist within 24
hours (22% had been seen on the second or third day; 19% had been seen between 4 days and
one week, and 14% had been seen later than one week afterwards).  Only 58% (194) of the
respondents answered this question.

121 respondents (36% of all the respondents to the survey) said they were under the care of a
doctor other than a neurologist. The largest group (47% of these) said their care had been overseen
by a ‘general’ doctor; it is not clear what this might mean, though it does indicate that no specialist
was involved. Smaller groups were overseen by other types of doctors as shown below, though
again it is sometimes unclear exactly what these descriptions exactly imply.

4 6 27 42 122 139

1.2% 1.8% 8.0% 12.5% 36.3% 40.2%

1960s 1970s 1980s 1990-1994 1995-1999 2000-2004
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‘General’ Cardiologist GP House Infectious Geriatrician Other
Doctor Disease (13 categories)

Specialist

57 11 9 7 6 6 25

47% 9% 7% 6% 5% 5% 21%

Only a minority of those responding (39%) said they had been cared for on a neurology ward
(56% said they had not been, 5% did not know).

23% of those responding said they had been transferred to a neurology ward immediately or
within 24 hours of admission, 6% had been transferred on the second or third day, and 11%
between four days and one week. A further 10% said they had been transferred over a week after
admission. However, one half (50%) had never been transferred to a neurology ward.

Comment:  Many of the respondents had to wait to see a neurologist, or never received specialist
care at all. Only a minority were cared for on a neurology ward.

4.3 Diagnosis

Almost two-thirds (65%) of the respondents said they had been given a definite diagnosis (30%
said they had not been, 5% did not know). Of these, the large majority (91%) had been given an
encephalitis-related diagnosis, although 9% had been given other diagnoses, such as brain tumour,
dementia, epilepsy, multiple sclerosis, and stroke. This list seems to include a mix of symptoms,
predisposing factors and, presumably, misdiagnoses.

Comment: The range of terms used was huge and is likely to have caused confusion not only to
the patients but also to other practitioners involved in their care.

Three quarters (76%) of those responding said they had been given a diagnosis before leaving
hospital (18% said they had not been, 6% did not know).

Comment: Almost one in five patients left hospital without a diagnosis.

4.4 Information and advice

Fewer than one third (31%) of those responding said they had been given information or advice
about encephalitis (two thirds - 65% - said they had not been, 4% did not know).

Only one quarter (25%) of those responding said they had been given information or advice
about the consequences of encephalitis (71% said they had not been, 4% did not know).

Only 10% of those responding said they had been given information or advice about the
Encephalitis Support Group (now the Encephalitis Society). 86% said they had not been, and 4%
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did not know. However, it is acknowledged that, as the Group has only been running since 1994,
24% of the respondents could not have been told about it at the time they developed encephalitis
as it was not in existence.

Only 7% of those responding said they had been given information or advice about any other
support organisations (87% said they had not been, 6% did not know).

Comment: many patients did not receive the information and advice they need.

4.5 Discharge from hospital

Fewer than one quarter (23%) of those responding said they had a discharge-planning meeting
before they were discharged (over two thirds - 68% - said they had not, 9% did not know)

Time spent in hospital before discharge ranged from one day to 21/2 years, although only 4%
were in hospital for over 6 months, and only 1% for over a year.  The average (mean) hospital stay
was 54 days, though the median stay was 24 days, and the most common duration in hospital
was two to four weeks.

Almost all (96%) of those responding said they were still experiencing complications when they
were discharged.  Over a half of those responding said they were experiencing memory loss.
Around a quarter were experiencing extreme fatigue and/or headaches.  Weakness and lack of
muscle strength, speech difficulties, balance problems and confusion were also all relatively
common.

64% of those responding said they had received a follow-up outpatient appointment after discharge
from hospital with a neurologist/ neuropsychiatrist/ neuropsychologist (one third - 33% - said
they had not, 3% did not know). Of the 164 who specified which kind of specialist they had had
an appointment with, 74% said it was a neurologist, 21% said it was a neuropsychologist, and
5% said it was a neuropsychiatrist.
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Comment: although the majority of those leaving hospital did have access to specialist treatment/
advice afterwards, one in three who had complications when they left hospital were unable to
access such support.

64% of those responding said that the hospital had communicated their diagnosis to their GP by
the time of their first GP appointment after discharge (20% said it had not, 16% did not know).

4.6 Longer term effects of the condition

Almost all (95%) of those responding reported various aspects of their lives that had been most
affected by encephalitis.  In almost two-thirds (64%) of cases, ability to work had been affected.
Nearly half reported effects on their driving, and over 40% reported effects on their relationships
and on living independently. Those aspects most frequently reported are shown in the table below:

5. Conclusions and Recommendations

The survey provides strong evidence that the ABN minimum standards are not being attained in
many, or even the majority of, cases.  While it is recognised that the survey is based on self-
reporting, and that by their nature, many members and contacts will have cognitive impairments,
the survey does represent the ‘patient’s viewpoint’ and as such has a valuable contribution to
make.

In summary, the survey found that:

• Many of the respondents did not have access to the care of a neurologist – or even to any kind
of specialist

• Of those who did, fewer than a half saw the neurologist within 24 hours, and over one third had
to wait more than three days

• At least half of the respondents were not cared for on a neurology ward.  Of those who were,
fewer than one quarter were transferred within 24 hours of admission

• The respondents were given a wide range of diagnoses (some of these were in fact symptoms,
predisposing factors or misdiagnoses) which could have been very confusing for them

• Fewer than one third of respondents had received information and advice about the condition
and its consequences, and even smaller numbers had been told about other sources of support

• Fewer than one quarter had a discharge-planning meeting, and one third did not receive a
follow-up appointment with a neurology specialist - even though almost all were experiencing
complications when they left hospital

• Almost all the respondents were still experiencing long-term effects on their lives because of
encephalitis at the time of the survey.
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These findings are particularly pertinent given the recent publication of the National Service
Framework (NSF) for Long-term Conditions5. Quality Requirement 2 of the NSF states that ‘people
suspected of having a neurological condition are to have prompt access to specialist neurological
expertise for an accurate diagnosis and treatment...’, while Quality Requirement 3 is that ‘people
needing hospital admission for a neurosurgical or neurological emergency are to be assessed and
treated in a timely manner by teams with the appropriate neurological and resuscitation skills and
facilities.’

The main recommendation is that The Society continues to support the recommended minimum
standards as set out by the Association of British Neurologists, and the implementation of the
Quality Requirements as set out in the new NSF.
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Introduction to the Completed Project
Encephalitis is a life-threatening neurological illness which refers to infl ammation of the brain parenchyma. 
The illness may result from a number of different causal agents including herpes simplex type 1 (‘the cold sore virus’). 
Although, in more than half of the cases of viral encephalitis, the exact causal agent is never known (Booss and Esiri, 
2003). The illness is also complex to diagnose, although application of the Liverpool diagnostic algorithm for viral 
encephalitis may aid the differential diagnosis (Solomon, Hart and Beeching, 2007). 

After acute encephalitis, individuals can be left with an acquired brain injury. After herpes simplex encephalitis, 
almost two thirds of child and adult survivors of the illness experience signifi cant post-encephalitic sequelae in spite of 
early administration of anti-viral therapy (Whitley and Kimberlin, 2005; McGrath, 1997). Neuropsychological sequelae 
are predominant, in particular anterograde amnesia, anomia, semantic memory defi cit, retrograde amnesia and 
executive dysfunction (see Hokkanen and Launes, 2000). Signifi cant morbidity can also result from encephalitis due 
to other aetiologies.

Hospital episodes of encephalitis have tended to go unreported (Davison et al. 2003), even though the illness has 
been a notifi able infection since 1918 under Public Health (Infectious Diseases) Regulations. Consequently, there are 
no accurate prevalence rates for the illness within the U.K. (A study by The Health Protection Agency into the aetiology 
of encephalitis in England is ongoing). Drawing on U.S. statistics, a U.K. fi gure has been estimated of 4,000 new cases 
of the illness per year (Easton, Atkin and Dowell, 2006).  However, because of the likelihood of post-encephalitic brain 
injury, there remains a need for individuals and their families to have access to a variety of services for many years after 
the illness. 

In 2008, the Department of Health Sciences at the University of York completed a research project into the after 
effects and social consequences of encephalitis. The project was conducted in collaboration with the Encephalitis 
Society, an organisation of international reputation which has become a seminal resource for support, information 
and research into encephalitis for individuals who have had the illness, their families, and for health and social care 
professionals. The Encephalitis Society has run a number of successful seminars for health and social care professionals 
in recent years, attracting key fi gures from neuropsychology and cognitive rehabilitation such as Professor Barbara 
Wilson who is also the Society’s President.

The project focussed on post-encephalitic chronic pain and central pain states. The prevalence of chronic pain 
after traumatic brain injury has been estimated between 22% and 95% (see Ofek and Defrin, 2007). Central pain after 
traumatic brain injury can also occur, where there is damage to the central nervous system itself (see Tyrer and Davis, 
2005; also Ofek and Defrin, 2007). Central pain states include allodynia (in which a painful response is triggered by a 
normally non-noxious stimulus) and hyperalgesia (where there might be an increased response to a stimulus which is 
not normally considered painful). With regard to encephalitis, both chronic pain and central pain have been reported in 
the literature in particular chronic headache (see Haglund and GÜnther, 2003).

The mixed methods project comprised a postal survey and interviews with individuals who had had encephalitis, 
their family members (carers) and also with different service practitioners. These professionals included neurolo-
gists, neuropsychologists, occupational therapists and social workers. Key aims of the project were: to investigate 
the range and frequency of self-reported post-encephalitic sequelae including chronic and central pain; to provide 
individual, family carer and practitioner perspectives on living with the social consequences of these sequelae; and to 
evaluate provision of and engagement with service support. 

The Encephalitis Society
action for support, awareness, and research 

THE AFTER EFFECTS AND SOCIAL CONSEQUENCES 
OF ENCEPHALITIS

supported by

The Encephalitis Society
action for support, awareness, and research 

www.encephalitis.info

PROJECT SUMMARY OF FINDINGS



Findings from the postal survey
A postal survey was sent to all adult members of the Encephalitis Society (n=1281). The survey was devised based      
on expert appraisal and a knowledge review of previous research. It comprised a number of question items including 
those on chronic and central pain. The questionnaire also included the SF-36 - version 2 (a health-related quality of life 
measure) and the Brief Inventory - Short Form. A high response rate of 59.4% was achieved (n=717 usable returns).

• Most respondents had had 
   encephalitis within the last 15 years

• 43.8% felt they could no longer
   do paid work due to encephalitis

• 73.5% felt their earning ability had    
   been affected due to encephalitis

• 33.0% did not know the cause of 
   their encephalitis; 19.6% were 
   unsure

• 28.2% reported having post-
   encephalitic epilepsy

• 70% (or more) reported fatigue, 
   concentration & memory problems

• 60 to 69% reported depressed
   feelings, personality change & 
   impaired self-confidence

• 58.6% (n=420) attributed chronic 
   and/or central pain to encephalitis

Post-Encephalitic Chronic Pain and Central Pain States (n=420) 

• Only 9.4% had attended a pain management clinic
• Preliminary evidence for central pain states:
   - thermal hypo- & hyperalgesia (48.2%); allodynia (51.8%)
   - central pain descriptors from interviews

• Locations for pain: head (56.9%); legs (51.9%); hands (50.2%)
   - head pain – unrelated to epilepsy or gender

• Head pain – reported up to 8 years after encephalitis by n=236 (32.9% of n=717)
   - service provider interviews: chronic headache after ABI is common & intractable

• Brief Pain Inventory indices and the SF-36(v2) 
   - significant associations between chronic pain and health-related quality of life
     • Pain Severity Index: mean = 4.49 (SD=2.30)
     • significant negative correlation for SF-36 PCS (r= -0.53, p=0.000) & large effect size (r²=0.28)
     • significant negative correlation for SF-36 MCS (r= -0.26, p=0.000) & small effect size (r²=0.07)
     • Pain Interference Index: mean = 5.29 (SD=2.80)
     • significant negative correlation for SF-36 PCS (r= -0.63, p=0.000) & large effect size (r²=0.39)
     • significant negative correlation for SF-36 MCS (r= -0.26, p=0.000) & medium effect size (r²=0.15)

Respondent Profile
Survey Sample Men Women

Frequency n=717 n=303 (42.5%) n=410 (57.5%)

Mean Mean Mean

Age at self-report
48.0

(SD=15.4)
48.1

(SD=15.3)
47.9

(SD=15.5)

Age when had 
encephalitis

37.26
(SD=18.4)

37.25
(SD=18.8)

37.26
(SD=18.2)

Years since the 
illness

10.6
(SD=11.1)

10.7
(SD=11.3)

10.5
(SD=11.0)

Percentage Frequency

Ethnicity
White 
British

90.5%
White 
British

277
White 
British

370

White 
Irish

3.9%
White 
Irish

10
White 
Irish

18

Other 
White

2.4%
Other 
White

6
Other 
White

11

SF-36 (version 2): Summary Physical and Mental Component Scores and Mean 
Norm-Based Profile Scores in a U.K. Post-Encephalitic Population

Summary of Key Findings:
• Post-encephalitic sequelae 
   (including chronic/central pain) 
   can persist for several years after 
   the illness
• Chronic headache after 
   encephalitis should be 
   considered for inclusion in the 
   International Headache Society’s 
   ICHD-2 classification
• SF-36 summary and profile scores 
   were worse than U.K. population 
   norms (and SF-36 data from 
   studies into other acquired brain 
   injuries)
   • respondent cluster (n=201)
      - worse SF-36 MCS & PCS and  
        greater impact of pain
        • mean scores (n=201)
   • SF-36 MCS =33.1; SF-36 CS=24.1
   • BPI Pain Severity = 4.9
   • BPI Pain Interference = 6.1



Findings from the Interviews with individuals who have had encephalitis
Twenty three interviews were conducted with individuals who had had encephalitis. These individuals had been 
selected from those who had volunteered to participate after completing the postal survey. Selection criteria (based 
on both purposive sampling and stratified purposeful sampling) included gender, chronic headache and years since 
the illness. Interviewees ranged in age from twenty nine to seventy four; fourteen women were interviewed and nine 
men. Thematic analyses of all three sets of interviews were facilitated by Atlas.ti 5.0 qualitative software. During their 
interviews, individuals were able to explicate the meaning of post-encephalitic sequelae within their everyday lives, 
suggesting the social consequences of encephalitis in terms of work, family relationships and their sense of identity. In 
addition interviewees discussed their engagement with services and in particular their experiences of service delivery 
beyond the post-acute illness phase. 

Interview accounts suggested that people had difficulty understanding that long-term sequelae can result from acute 
illness. Reported sequelae included sensory overload, retrograde amnesia, anterograde amnesia, prosopagnosia and 
executive dysfunction. Sensory overload referred to the inability to ‘filter’ sensory input from the environment. Accounts 
of pain and fatigue were common and expressed in terms of uncertainty, whereby variable sequelae were negotiated 
within people’s everyday lives. Head pain was often reported as constant ‘background’ pain, which at times could 
‘break through’ or worsen. Pain and fatigue fluctuated with regard to ‘breakthrough’ pain and ‘burn-out’ respectively. 
In particular, when such sequelae were severe, these could intrude on work, social activities and social relationships. 
Notably, central pain descriptors were evident from interviewees’ accounts. Exemplar descriptors included ‘burning 
pain’, ‘dry rot’ and ‘very heavy pins and needles’.

Key concerns for many of the interviewees included reconciling loss and revising social roles and relationships. This 
was in terms of losing prior skills and activities but in particular related to a loss of self or becoming a changed person. 
Loss of self-confidence was apparent which sometimes also related to loss of work identity. Several interviewees 
reported changing their jobs or careers or having to give up work completely as a consequence of encephalitis, 
which entailed the loss of a key aspect of their identity. The impact of encephalitis on individuals’ work opportunities 
meant a reduction in family income; for example, going from a salaried income to receipt of welfare benefits. However, 
when applying for welfare benefits such as Disability Living Allowance, interviewees’ accounts suggested that welfare 
benefits agencies did not understand the complexities and implications of acquired brain injury, particularly in relation 
to cognitive impairment. There was often a continued fight for individuals to ‘prove’ their disability within a welfare 
benefits system which seemed set to disbelieve and stigmatise them. When welfare benefits and insurance claims 
were in dispute, this process was stressful and could mean severe financial hardship for individuals and their families 
in the interim. 

Interviews suggested that individuals and their families were often managing the consequences of encephalitis in 
isolation from statutory services. Variability in service provision or a ‘gap’ between acute and follow-up services was 
supported by the interview accounts of service providers themselves. However, individuals reported needing access to 
services such as neuropsychology in order to validate their experience (post-encephalitic sequelae) and so inform their 
coping and reassert their sense of self. In addition, with regard to pain, engagement with services could be inhibited 
by individuals’ difficulty in articulating pain, especially central pain states. Similarly, finding a language to describe the 
long-term effects of encephalitis was difficult. Post-encephalitic sequelae cannot be described as a syndrome or as a 
chronic condition. This may be why many individuals discussed encephalitis as an ongoing illness, even many years 
after the acute illness phase.

Case: John (aged 36; chronic head pain)

• Encephalitis in 2003 (unknown cause)
• 2 weeks in local hospital; home  for 1 week; 3 weeks in 
   regional hospital where diagnosed
• Memory problems and severe intractable head pain since 
   the illness 4 years ago
• Morphine injections for ‘breakthrough’ head pain
• Rehabilitation for anger management
• Attended pain management clinic
• Unable to work due to head pain and memory problems
• Fight to secure insurance claim and welfare benefits 
• Impact of head pain on family relationships

“My life’s ruled by it basically. So everybody else is living by 
what I do, so their lives are ruled by headaches as well. So if 
I’m crabbier one morning, they’ll know to leave me alone…It’s 
consuming. It totally consumes you..everything…My pain is just 
constant and it’s not as painful as when I was first diagnosed 
with the encephalitis. It borders on a 10 but it never goes over a 
10. A 10 is pretty intolerable as far as I’m concerned. It’s really 
bad. On an average day, it will be about a 7 to 8”.

Interview Exemplars of Central Pain

• increased/decreased sensitivity to heat/cold
• sensitivity to having hair brushed
• sensitivity to shower water pressure
• “burning head pain”
• “maggots in my head”
• “a very heavy pins and needles”
• “like I’ve got a log tied to my leg”
• “leg aches like toothache”
• “just like dry rot”
• “like bedsores”
• “nerve pain like walking on cotton wool”
• “having your skin ripped off, being beaten with a baseball
    bat and then being put in a vat of vinegar”

Summary of Key Findings:
• Difficulty defining the long-term consequences of encephalitis 
   after acute illness and difficulty in articulating pain
• Reconciling loss and revising social relationships after encephalitis
• Managing post-encephalitic sequelae in isolation from statutory
   services
• Misunderstanding of acquired brain injury by welfare benefits 
   agencies



Findings from the Interviews with family members

“Well, I’ve often used the analogy that [on] (date of husband’s illness) at just after 3 o’clock in the afternoon probably 
has had the same impact on me and the family unit as somebody that undergoes a bomb blast, an earthquake, a 
tsunami.  It hits without warning and the devastation and the consequences, the fallout that comes from it can be 
never ending.  And because nobody warns you, it’s just basically survival tactics you’re using initially on a day to 
day basis and to make sense of it.  But somewhere along the line you have got to pick the pieces up and rebuild 
and it won’t be the same as it was before”.

Philip’s wife: 5 ½ years after the illness

Eighteen interviews were conducted with the family members (carers) of those who had had encephalitis. Their 
participation was with the consent of their relatives who had also nominated them to take part. Most interviewees were 
the husbands or wives of those who had a post-encephalitic acquired brain injury. 

Family members reported a number of different ways in which encephalitis and its sequelae had impacted on the family 
and family relationships. For example, family members discussed consequences of the illness such as redistributing 
domestic tasks or taking on responsibility for the family finances. Several accounts referred to family members observing 
their relatives’ loss of self-confidence due to encephalitis or to their altered mode of self-expression; for example, no 
longer being the driving force behind the family or having problems with self-initialisation. Moreover, interviewees 
reported that coming to terms with their relatives’ altered personality was particularly difficult. Certainly, across many 
of the family member interviews, rebuilding a relationship with a ‘different’ person was evident, either because the 
individual him- or herself had changed or because responsibilities within the family had shifted. Some family member 
accounts even suggested having to reconcile ‘grief’ for the person they had lost whilst at the same time learning to 
live with the person who had survived the illness. In this way, reconciling loss was a dominant theme across both the 
interviews with individuals who had had encephalitis and with members of their families.

With regard to their own situations and needs, family members were often reluctant to perceive themselves as ‘carers’. 
This was in spite of performing a variety of different care and support roles such as personal care and prompting 
completion of everyday tasks. There was the suggestion that family members assumed a sense of emotional and moral 
responsibility for their relatives, with such responsibility continually renegotiated in terms of variable post-encephalitic 
sequelae over time and in relation to family members’ ongoing acceptance and accommodation of such sequelae and 
their social consequences. This responsibility was another means by which family relationships were altered, in that 
the nature of family relationships became dissonant by challenging normative assumptions; for example, being ‘carer 
and patient’ rather than ‘husband and wife’. Importantly, care-giving was seen as normative or legitimate within the 
context of expectations of family relationships. Family members’ caring roles were subsumed within notions of family 
obligation, so that family members did not view their needs as separate from those of their relatives. 

Family member accounts also suggested ongoing, difficult engagement with health and social care professionals in 
order to secure service support for their relatives. Family members discussed taking on responsibility for their relatives’ 
rehabilitation following the acute illness. Similar to individuals themselves who wanted expert help to implement 
effective coping strategies, many carers wanted their rehabilitative care efforts validated in terms of information and 
guidance from health professionals. Certainly family members did not report health and social care professionals as 
focusing on their separate needs as carers. Information and service support for both individuals and their carers was 
often reported as variable. Furthermore, because their care roles were viewed as normative, ‘carer as resource’ (or 
perhaps ‘carer as co-worker’) was a role to which family members were vulnerable. The blurred boundary between 
normative and rehabilitative care may mean ‘carer as resource’ is perhaps a role to which family members are readily 
assigned during negotiations with health and social care agencies.  

Summary of Key Findings:
• Reconciling loss due to encephalitis whilst rebuilding family life and relationships
• Care-giving as normative within expectations of family relationships
• Variation in service support for individuals and their family carers
• Health and social care professionals not addressing carers’ needs separately from those of their brain-injured relatives 
• Blurred boundary between ‘normative’ and ‘rehabilitative’ care with a positioning of ‘carer as resource’

“If you know what the worst can be, you hope for something in the middle. But at least you’re prepared for whatever 
happens. Whereas now, we’re just sort of fumbling along in the dark…it just seemed as if you’re ill, you’re in hospital, 
you’re discharged. Cheerio!”

Jenny’s husband, 14 years since the illness



Findings from the Interviews with service providers

“I think it’s absolutely haphazard and pot luck whether they get through to the right people or not. And that’s partly if 
they’ve got the relatives asking the right questions or making a fuss. It’s partly the medical people that they’ve seen first, 
if they’re knowledgeable about rehab. But I’m sure many, many, many of them never get to see a neuropsychologist 
or get support that they need or that they could have. I don’t think it’s a good situation in general”.

Professional 1: Clinical Psychologist

“The idea that everybody with a serious brain injury or for that matter any serious long-term condition should 
have a main person in the community that they can contact as the first point of call for a problem is a joke really. 
Unfortunately”.

Professional 4: Clinical Consultant in Rehabilitation Medicine, 
discussing the NSF for Long-Term (Neurological) Conditions

Telephone interviews were conducted with eighteen service practitioners from the fields of acquired brain injury and pain 
management. These practitioners included neurologists, psychologists, occupational therapists, nurses, social workers 
and experts in chronic and central pain. Research governance was agreed with each individual NHS Trust concerned. 
Analyses focussed on service delivery in acquired brain injury whilst also enabling comparison with themes from the 
interviews with individuals and family members.

Service provider accounts suggested that acute encephalitis is a problematic diagnosis, particularly in cases of mild 
presentation where delayed or psychiatric misdiagnoses are possible. These accounts concurred with those of individuals 
who had had encephalitis, for whom a psychiatric misdiagnosis was difficult to reconcile with their experience of the 
illness and its sequelae. In addition, a delayed diagnosis might mean a delay in administration of anti-viral and other 
therapies and so the risk of poorer functional outcomes. Professionals identified a range of post-encephalitic sequelae 
but described cognitive impairments, personality and behaviour change as common post-encephalitic sequelae seen 
within their services. They also supported the idea that chronic head pain was a common, sometimes intractable sequela 
of acquired brain injury and one which some viewed as more likely to be due to central nervous system damage rather 
than to analgesic-rebound headache. Service provider accounts of ‘cognitive fatigue’ were concordant with individual 
interviewees’ reports of ‘sensory overload’. Together with chronic pain, practitioners supported the possibility of central 
(neuropathic) pain as a sequela of the illness, suggesting (as was apparent from the interviews with those who had had 
encephalitis) that both chronic and central pain may be difficult for individuals who have had the illness to articulate.

“It’s not all uncommon with neuropathic pain for people to find it very difficult to describe their symptoms…very, 
very, very commonly with neuropathic pain, the description of the pain is weird. Some patients feel embarrassed to 
say what it feels like. And that may be a very good reason why. It’s a bit like a distortion in your hi-fi system…They’re 
often made to feel it’s their fault. Some of them feel guilty because they can’t explain it, because there’s no easy 
answer, because there’s nothing to see. And sometimes they perhaps just give up in despair because nobody really 
understands what they’re talking about”.

Professional 10: Consultant in Chronic Pain Management and Anaesthesia

As in the interviews with individuals and carers, managing issues of loss after acquired brain injury was a theme identified 
by practitioners as central to their practice for both individuals and family carers. Service provider interviewee accounts 
suggested some shift towards regarding ‘carers as co-clients’. Lack of resources meant that service delivery for both 
individuals and particularly carers was sometimes precluded, so that effective implementation of the NSF for Long-Term 
Neurological Conditions was restricted, as was support for families in the longer term. Moreover, practitioners perceived 
service delivery as variable with ‘pockets’ of good services only. In particular, practitioner interviewees suggested that 
those with cognitive impairments (“the walking wounded”) could find such sequelae were missed during the post-acute 
illness phase. In discussion of post-acute services following encephalitis, service provider interviewees described how 
cognitive rehabilitation might be excluded from practitioners’ representations of what ‘rehabilitation’ encompassed. There 
may be insufficient focus on the cognitive, emotional and psychosocial sequelae with regard to acquired brain injuries. 
Therefore the role of cognitive rehabilitation and neuropsychology in rehabilitation should be emphasised and adequately 
resourced. Post-encephalitic care pathways are imperative.

Summary of Key Findings:
• Variability in service provision and a ‘gap’ between acute and follow-up care
• Excluding neuropsychology and cognitive rehabilitation from representations of ‘rehabilitation’
• Poorer care for those with cognitive impairments (‘the walking wounded’)
• Lack of adequate resources to implement the NSF for Long-Term Neurological Conditions



Summary

• Both chronic and central pain can persist as post-encephalitic sequelae many years after the acute illness.

• Chronic headache is a common problem after acquired brain injury and is also prevalent after encephalitis. It is 
   currently not recognised within the International Headache Society’s ICHD-2 classifi cation.

• Articulating chronic and central pain is diffi cult for individuals and this may complicate their engagement with 
   service providers. Individuals sometimes experience diffi culty in fi nding the words to describe what they are going
   through.

• Individuals who have chronic/central pain due to encephalitis would benefi t from access to pain management services. 
   Few report access to such provision.

• SF-36(v2) summary and profi le scores in a U.K. post-encephalitic group are worse than SF-36 U.K. population 
   norms. (They are also worse when compared with SF-36 data from populations with other acquired brain injuries).

• A signifi cant group of individuals report poor outcomes after encephalitis, particularly in relation to 
   chronic/central pain and health-related quality of life. This group represents a key target group for service support 
   and intervention.

• Understanding that an acute illness can result in acquired brain injury may be diffi cult for individuals and their 
   families. This tension may be complicated by the lack of language and linguistic strategies to defi ne the after effects 
   of encephalitis in the longer term.

• Individuals and families need to reconcile a sense of loss after encephalitis, particularly in terms of the individual’s 
   altered personality resulting from the illness.

• Family members may perceive the role of ‘carer’ as normative and legitimate within the context of family relationships 
   and family obligations. (They do not see themselves as carers).

• Family members’ lives are impacted by looking after someone following encephalitis. There may be fi nancial implications  
   such as those associated with loss of family income as well as the need to assume the practical tasks of caring for someone 
   after an illness. Family members also assume emotional responsibility for their relatives.

• Access to and engagement with service provision may be variable after acquired brain injury.

• Cognitive rehabilitation and neuropsychology may be underrepresented as key aspects of service provision following 
   encephalitis.

• Individuals who have sustained cognitive impairments as a result of encephalitis (‘the walking wounded’) may not get 
   adequate service provision for their needs.

• Welfare benefi ts agencies may not understand the complexities and implications of cognitive impairment in acquired 
   brain injury. 

• The role of social care agencies in offering support seems almost non-existent.

• Individuals may feel stigmatised by the ‘hidden disability’ of post-encephalitic acquired brain injury.

• The Encephalitis Society needs pro-active engagement with individuals and families from diverse ethnic communities.
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