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FOREWORD

The North East Regional Neuroscience Commissioning Network soughthis 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 servies
and consistency in standards.

It has been within this remit that P rimary 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 Commissio ning Network



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 beendeveloped 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 Longterm 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 (Tablel) 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 Statstics (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 th e
designated LTNCs and nearly 40,000 Finished Consultant Episodes (FCEWith 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 compaed 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.



Palliative care data that are presently available are unable to demonstrate if patients with
LTNCs are able to accesssuch 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 LTNG.

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 i 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
guestions that will arise from th is 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:

e For strategic commissioning plarns

e 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 HEScodings 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 &r Neurosciences. The report contains sufficient
PCTLevel and PCTFcluster-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”, published in 2005, sets

outt he governmentds strategy to support peopl e wi
NHS Improvement Plan: Putting People at the Heart of Public Services®. 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 i 2007/8 *, which promised equivalent high standards of
NHS care across the country, and Supporting People with Long Term Conditionsi An NHS
and Social Care Model to support local innovation and integration *. Independence, Well
being and Choice: Our vision for the Future of Social Care for Adults in England”® 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®. There is a
requirement that QRs should be fully implemented by 2015. Each QRsis described in detalil
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 boh 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 arrangement s 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 neuological 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.



Implemention of the NSF will contribute to the following Public Service Agreement targets
by:
A improving health outcomes for people with long term conditions by offering a
personalised care plan for vulnerable people most at risk;
A reducing emergency bed days by 5% by 2008 through improved care in primary care
and community settings for people with long term conditions;
A improving access to services, ensuring that by 2008 no one waits more than 18
weeks from GP referral to hospital treatment, inclu ding 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®, 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.



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, pro mpt 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 a nd
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 b e 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 assessnent,
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: Prov  iding 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, psycholagical 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 with 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 LongTerm Conditions, 2005
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Long Term Neurological Conditions

The nervous system consists ofthe brain, spinal cord and their peripheral nerve connections

and the autonomic nervous system. A &6l ong term neurol ogi cal cC ol
disease of, injury to, or damage to the bo.dyVyh&snaynaffectvtbeu s sy st
individual and their family in one w ay 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
disabilty. Some condi ti ons appear i n chil dhood, for €
dystrophy, or develop during adult Ilife, such as

Long term neurological conditions can be broadly categorised as follows:

A 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)

A 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

A progressive conditions for example motor neurone dise:
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)

A 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:
e 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 mov
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
conditon,dat a for wunder 180s 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 Yorkshie and York® who access services in the
NE SHA area. Again dataare 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.
i.  Commission a regional profile of LTNCs
iii.  Establish links with social care data where possible.

2. Linking with Soc ial Care
Developing joined up commissioning between health and social care wherever
possible.

3. Developing pathways
i.  Acquired Brain Injury 7 lead NHS South of Tyne and Wear
ii.  Progressive conditionsi lead TeesPCTs
ii.  Epilepsyi 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.

& Historically patients from these areas have accessed such services in Newcastle and Middlesbrough
respectively
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CHAPTER 21 EPIDEMIOLOGY OF LONG TERM
NEUROLOGICAL CONDITI ONS

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 (prevalenc e).

Introduction

A brief description of the incidence and prevalence of neurological conditions and their
i mpact in the UK has been descr i B eUsingithe ratesh e
described in this document and other sources °, estimates have been calculated of the
incidence and/or prevalence of LTNCsfor 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. Itis 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 source s 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:

e Aquired Brain Injury

e Progressive conditions

e Epilepsy

The network endeavours to make the links with other major Regional workstreams, for

docu

exampl e, End of Life, St r oke dupldatio€ &and letsuree n 6 s  n e

seamlessness in transition across services where needed.
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Table 1: Estimates of incidence and prevalence of long term conditions by PCT Cluster
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40610 253815 2045 12779 620 3877 498 3111 480 3000 446 2791
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Table 2: Number of registrations of Cerebral Palsy from clusters basedonf or mer heal th Adistrictsdo of the

District Year

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

15
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Specific conditions

Cerebral palsy

Data obtained from the Regional Maternity Survey Office (RMSQO) 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.

Table3: Regi stration rates of cerebral palsy by f
Northern Region

Three year rolling registration rate per 1,000 live births
1991- | 1992- 1993- 1994- | 1995 | 1996- | 1997- | 1998- | 1999-
District or area 93 94 95 96 97 98 99 00 01

Northumberland 2.5 2.3 1.7 25 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 25 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 35 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 35 2.9 2.3 2.3 2.3
Hartlepool 2.3 45 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 24 2.2 2.3 24 1.8 1.3 1.8
Co. Durham 25 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 35 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 2.6 2.6 2.5 2.7 2.9 3.0 2.8 25 2.2
(excludes South
Cumbria)

Source: RMSO
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Hydrocephalus

Data on live born cases of congential hydrocephalus, excluding those due to
prematurity, intraventricular haemorrhage etc. and using the EUROCAT 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).

District Rate of liveborn cases of
hydrocephalus per 10,000 registered

Hartlepool 1.84
North Tees 2.36
South Tees 6.63
Darlington 3.38
Co.Durham 2.48
Sunderland 291
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

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, thanthat 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.

® EUROCATEuUropean Surveillance of Congenital Anomalies.
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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 humber 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 willalsohave i ncreased awareness

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 (SMRY 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.

¢ 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 express ed as a ratio of observed to
expected deaths, multiplied by 100.
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Table 5: Total number of d eaths associated with a LTNCin 2008 by age group

Age group England North East

Under 18 1386 22
19-64 3836 111
65-84 3081 238
Over 85 1212 104
Total 9515 475
Source: ONS

Table 6: Total number of deaths associated with a LTNCin 2008 by PCO

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
Source: ONS
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Summary

e This chapter describes the dataset that is available and the problems and
limitations associated with it.

e Local data are available for a limited number of the LTNCs of interest.

e Proxy measures, including published national estimates of incidence and
prevalence and death certification have been used to provide local estimates.

e 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 inform ation.

¢ Is this level of prevalence data adequate for planning purposes?

¢ What are commissioners going to do with the information?

e Commissioners need to consider what, if any, additional information is
required.
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CHAPTER 317 CURRENT SERVICE PROVISION AND
UTILISATION

Specialised services

In the Department of Healthé €DH) guidance for commissioning specialised services,

certain el ement s of neur ol ogi cal services ar
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 seve
where staff from the specialist centres spend part of their tim e 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 t h e p a hdme,nwhile sstill 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 includesecondary 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 Structur  es

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:

e Progressive neurological conditions are commissioned by PCT cluster.

e Servicesfor 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 Special ised Commissioning Group (NESCG)

The NESCG ommissions 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 beendelegated to the North
East Specialised Commissioning Group (NESCG) which is the joint PCT decisien
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)

e Area covered by former West Cumbria PCT, Carlisle and District PCT and

Eden Valley PCT NHS Cumbrig
e NHSNorth Yorkshire & York (Spinal and Neonatal services only)

There are 36 services defined as specialised within the National Definition Set®. The
two specialised neurosciences services commissioned by NORSCORE are:
e Complex Specialised Rehabilitation for Brain Injury and ComplexDisability
(adult) - Definition No. 7
e Specialised Neurosciences services (adult} Definition No.8

NORSCOREHSs 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

i mpact such a diagnosis can haveereisalsache i ndi vi
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.

22



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 Hospitalin Newcastle is the regional centre for diagnosis and treatment
of specific neurological symptoms and the treatment of brain injury. They have
individual neurologists that specialisein specific conditions.
o Walkergate Parkin Newcastle is a specialist centre for rehabilitation following
brain injury
e There is a Specialist Head Injury Unit in Morpeth, Northumberland
e There are five times the number of staff for rehabilitation of brain in jury in
the north of the region compared with the south
e Community Multiple Sclerosis Team

2. NHS South of Tyne and Wear

e Specialist neurorehabilitation services are accessed at Walkergate Park
(including inpatient challenging behaviour and neuro-psychiatry, and
outpatient services).

e Local referrers report difficulty accessing inpatient services due to limited
number of beds available and long waiting times.

e Other specialist services include the MS Team, the Regional Disability Team,
and the Dystonia Service.

e Alternative provision is developing with the independent sector which is
currently purchased on an individual case basis.

Sunderland

e 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.

Parkinsonds Disease Specialist Nurse.
Neuro-physiotherapy.

No community based neuro-rehabilitation team

South Tyneside

e Neurology is provided on a 2 sessions perweek basis by Consultants based at
the Regional Centre in Newcastle.

e Monthly clinic in South Tyneside is provided by the Neurology Consultants in
Sunderland.

e Neuro physiotherapist

e 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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e 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 th e NSFT 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.

e Neuro-physiotherapy Team.

e Parkinsonbds Disease Specialist Nurse.

e Access to Multiple Sclerosis and Mote Neurone Disease Specialist Nurse input
from Newcastle.

3. NHS Count y Durham and Darlfington
e NHS County Durham has two specialist nurses for epilepsy and one for
Multiple Sclerosis.
e NHS County Durham and NHS Darlington have commissioned rehabilitation
services from a private provider
e 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 atJames Cook University Hospital, Middlesbrogh.

4. Tees PCTs
South Tees Hospitals NHS Foundation Trust provides specialist and general
neurology services.

¢ Neurology directorate is based at James Cook University Hospital
o Weekly neurology outpatient service at Friarage Hospital in Northallerton.
e 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 e lective and emergency
cases. Consultative services are provided to other specialties and hospitals.

There are specialist nurses in the following areas who assessand treat patients with:
e multiple sclerosis
e Creutzfeldti Jakob disease(CJD
e motor neurone disease
e epilepsy
e Parkinson's disease

In addition to medical and nursing staff, the following healthcare professionals are
involved with patients' care:

e physiotherapists

e occupational therapists

o dietitians
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e 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

G111

Hereditary Ataxia

Huntington's Disease G10

Hydrocephalus Go1

Infantile Cerebral Palsy G80
G43, G44

Migraine/headache
Motor Neurone Disease and G12
Spinal muscular atrophy

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
G71

Primary disorder of muscles

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 /ncluding 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 CareTrusts.

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

1802 (4%

m North East provider
® Non NE providet

Total FCEs = 49,955

Source: HES

Chart 2: Total number (percentage) of Finished Consultant Episodes treated by North
East Providers in 2007/08
466 (1%)

2656 (5%)

m North East residents

m Residents from NHS
Cumbria and NHS
North Yorkshire& York

= Other

Total FCEs = 51,275

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.
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Chart 3: Number (percentage) of neurological conditions coded as main reason for
admission or as a secondary diagnosis/ comorbidity (across neurological network in
2007/08)

12005 (24%)

Neurological condition as
main reason for admission

m Neurological condition as a
secondary diagnoses/eo
morbidity

38804 (76% Total FCEs = 50,809

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 FCEshad
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.
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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
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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

6Sympt oms, signs and abnor mal clinical and | a
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 comorbidity

include O6Diseases of Respiratory systemb6 (13%
(11%) and dnjury and Poisoningd (10%). This may be due to t he 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
0Ment al and b e h ahadopewtftlelneutlogica coddaions ddded 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 packagesthey require.
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Chart 5: Percentage of neurological related episodes within each primary diagnosis
chapter in 2007/08

ICD 10 Chapter Percentage (number of episodes

Certain conditions in the perinatal perio | 0.1 (22)
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Mental and behavioral disorder 1.1(359)
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Diseases of the skin and subcutaneous tiss 2.3(737)
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Injury, poisoning & other external caust 10.3 (3280)

Diseases of the digestive syste 11.4 (3613
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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

ICD 10 Chatpet Percentage (number of episodes

Certain conditions in the perinatal perio 0.4(22)

Pregnancy and childbirtt 0.6 (348

Neoplasms, disorders of the blood and immune systt 2.0 (2395)

Diseases of the eye, adnexa, ear, & mast: 2.3(707)

Congenital malformations & chromosomal abnormalitit

w

.5(185)

Diseases of the digestive syste 3.6 (3613)
Diseases of the musculoskeletal system & connective tis 3.8 (2189)

Diseases of the skin and subcutaneous tiss 4.2 (737)
Diseases of the circulatory syste! 4.8 (3225)
Diseases of the genitourinary syste 5.3(2595)
Injury, poisoning & other external cause 5.4(3280)
Endocrine, nutritional and metabolic diseas 5.4(679)
Symptoms, signs & abnormal finding 5.8 (6479)

Infectious and parasitic disease 6.1(774)
Diseases of the respiratory syste

~

5(4115)

Mental and behavioral disorder: 8.4 (359)

T

0.0 2.0 4.0 6.0 8.0 100

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
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Source: HES
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I nequalities

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
admissions' 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.
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B Elective DSR per 100,0C Emergency DSR per 100,0!
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.

9 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 NHSFoundationTrust
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
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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 NorthEast Provider in 2007/08%*

The

County North Tees

Northumbria Newcastle Gateshead South City Hospitals Durham And And South Tees
Healthcare Upon Tyne Health NHS Tyneside NHS Sunderland - Hartlenool Hospitals
NHSFT Hospitals FT FT NHSFT J P NHSFT
NHSET NHSFT NHSFT

Northumberland Care

Trust 77.4% 21.2% - 0 0
Newcastle PCT - 96.3% - 0 -
North Tyneside PCT 74.4% 24.8% 0 - 0
Gateshead PCT 2.0% 14.2% 81.1% -

South Tyneside PCT = = - 89.1% 5.2%

Sunderland TPCT

= = 8.4% = 86.2%

NHS County Durham

NHS Darlington

Hartlepool PCT

Stockton on Tees
TPCT

Middlesbrough PCT

Redcar And

Cleveland PCT

NHS Cumbria® 11.1% 77.8% 0 0 0 0 11.1%
NHS o Yorkshire - 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%
2 Values are row percentages bPCT clusters areindicated by shading Source: HES

“Cells marked with a dash indicates values that have been suppressedto preserve disclosure control

dValues in bold indicate who the main provider was for each PCT
€ 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, Parkinsor&, 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 Parkinsonds Disease between
Hospitals Trust and Gateshead Health NHS Foundation Trust with lenghs 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 i Emergency admissions only™™

The

Northumbria Newcastle Gateshead South City Hospitals D Chountx d NOT '(Ij’ees South Tees
Healthcare Upon Tyne Health NHS Tyneside NHS Sunderland g;rﬁ?to: Hartlg ax Hospitals
NHSFT Hospitals FT FT NHSFT NHngT NHSF;T NHSFT
NHSFT
Epilens 3.2 3.9 3.7 3.6 4.5 3.4 2.8 3.5
By (313) (329) (179) (78) (224) (363) (233) (348)
Migraine/ 0.7 1.1 1.1 1.3 2.0 1.3 1.0 14
headache (100) (86) (76) (37) (77) (134) (126) (130)
Parkinson's 29.0 18.9 46.1 26.7 16.3 22.2 10.3 13.2
(65) (40) (41) (24) (15) (31) (22) (33)
MS 22.2 11.4 11.8 2.9 17.9 17.3 10.0 19.4
(19) (61) (12) 9) (12) (36) () (45)
Neuropathies 8.7 20.3 4.0 37.3 10.4 2.6 8.6 20.2
(23) (39) 12) (6) (16) 9) (21) (25)
CNS infections 13.3 18.5 21.4 39.7 6.7 12.4 16.9 23.7
(6) (21) (8) () 9) () (11) (22)
Infantile Cerebral 0.5 0.7 10.0 0.5 0.7 1.1 5.0
Palsy () (41) ) ) (18) (13) ()
Paraplegia & 3.7 14.7 29.0 <0.1 9.7 2.4 15.4 6.2
tetraplegia (6) ) () ) (40) (5) (5) 9)
Hydrocephalus 25.5 15.6 19.0 114.0 28.0 10.7 7.5 20.9
(10) (14) () () () () () (13)
Myasthenia 12.3 8.1 6.0 9.2 0.0 18.7
Gravis ) (11) ) (6) () (15)
Encephalitis 26.3 14.3 8.0 5.0 10.0 2.0 8.8 57.0
() 9) () () () () (6) ()
Dystonia 0.5 2.6 63.0 - 17.5 35 35 0.0
() (7) () (0) () () () ()
Motor Neurone 6.0 27.5 12.5 7.3 26.3 4.7 16.4 16.1
Disease () (8) () () () () () (13)
Primary Disorder 1.3 4.0 6.0 1.3 2.8
of muscles () (10) ) () (6)
Hereditary ataxia 35.5 4.0 26.0 26.5 35 2.0 27.0
() () () () () () ()
Huntington's 1.5 16.0 135.0 9.8 9.0 48.0
() () () () () ()
% Note: an analysis of length of stay was not available for the 2007/08 dataset at the time of publication. Source: HES

bValues 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. “Conditions listed are ranked in order of descending number of admissions. dTrusts 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 onl

The Cit Ciobingy North Tees
Northumbria Newcastle Gateshead South Hos i)t/als Durham And South Tees
Healthcare Upon Tyne | Health NHS Tyneside P And Hospitals
NHSFT Hospitals FT NHsET | Sunderland | inaton | Hartlepool N ey
NHSFET NHSFT NHSFT NHSFT

e o 545 613 288 178 383 616 441 734
admissions

iy PeodesPel | 7604 75% 71% 75% 51% 89% 72% 88%
(g Pecdeseel | 1905 22% 25% 22% 34% 10% 26% 8%
e 4% 3% 2% 3% 13% 1% 2% 2%
R 1% 1% 1% 1% 3% <1% <1% 2%

Source: HES
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Neurological activity — within  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 patents
aged between 0 and 18 (217 per 100,000) and it also had the highest rate of

admissions for the 19 7 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 2007/08i
Age-specific rates of emergency admissions for selected neurological conditions
(rate per 100,000 population)
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Source: HES

Differences in rates may indicate the areas where age dependant services could be
targeted.
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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 oulined in Appendix B4.

Table 11: Multiple emergency admissions for neurological conditions within one year
period - 2006/07

Percentage of patients
with two or more
emergency admissions for
Average emergency same neurological
admissions per patient condition
Across the Neurological 113 9.6%
Network

NHS County Durham and 112 9.1%
Darlington

NHS North of Tyne 1.16 11.4%

NHS South of Tyne & 111 7 9%

Wear

Tees PCTs 1.12 8.4%

NHS Cumbri& 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
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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 i s the patient& 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 1 2 below shows the activity
by admission type for each provider in the network. M ost elective and emergency
admissions were to The Newcastle Upon Tyne Hospitals NHS FTand 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
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Hospitals NHS FT FT NHS FT

H Elective " Emergency

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 flom 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 HospitalsSNHSFT.
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Table 12: Percentage of admissions for acquired brain injury (primary diagnoses) by
PCT to eac North East Provider in 2007/0%*

The . County
Northumbria Newcastle Gateshead South Hoglti}tlals Durham Nor’t:n'clj'ees
Healthcare Upon Tyne | Health NHS Tyneside P And
. Sunderland . Hartlepool
NHSFT Hospitals FT NHSFT NHSET Darlington NHSET
NHSFT NHSFT
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
NHS Darlington

Hartlepool PCT
Stockton on Tees
TPCT

Middlesbrough PCT

South Tees
Hospitals
NHSFT

Redcar And
Cleveland PCT
NHS Cumbria® 94.74% - -
NHSNorth Yorkshire
And York® - - - - 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

& Values are row percentages. bShading indicates clusters. Source: HES

“Cells marked with a dash indicates values that have been suppressed to preserve disclosure control. ¢ 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
regionds Pri mary GChithirethe ONorthaEast the highesnrate 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)
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Primary Care

There is a lack of primary care data for long term neurological conditions. Although
individual PCTs ma 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 Netvwork 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 | ocation, not the patientod

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 Céntral nervous systemd of the British National Formulary °.  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 ¢ onsiderable 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 PCTsmay 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 so me 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 seco

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

prescr.i
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of migraine.
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Chart 14: Antiepileptics prescribing frequency October 2006 to September 2008
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Chart 15 : Antiepileptics prescribing cost October 2006 to September 2008.
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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

Section 0409 - Drugs used for parkinsonism and related disorders prescribing frequency: October
2006 to September 2008
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There has been a general upward trend in both the frequency of prescribing and
prescribingcostof drugs used in the treatment of Par k
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

Section 0409 - Drugs used for parkinsonism and related disorders prescribing cost October 2006 to
September 2008
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Chart 18: Drugs for treatment of acute migraine - frequency

Section 04070401 - Drugs for treatment of acute migraine prescribing frequency: October 2006 to
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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

Section 04070401 - Drugs for treatment of acute migraine prescribing cost October 2006 to
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Chart 20: Prophylaxis of migraine - frequency

Section 04070402 - Prophylaxis of migraine prescribing frequency: October 2006 to September 2008
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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 major ity
of PCTs (charts 20 & 21).

Chart 21: Prophylaxis of migraine - cost
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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 Careundertake 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 atrtificially

hi gh numberanafer®n driThegsystemresc or ded as aacterdr non
a combination of non-specified diagnosis caidcer or non-cancefand Ounknown/ not
r e c or dAftedt éliminating flawed data, the percentage of non-cancer patients

accessing palliative care services was shown to be 10.8%, but th e 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 servicesmanage 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.

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

e HES is a readily available data source which ca 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
14-19and Appendi x D). This data contributes t
star rating and is therefore used proactively by local auth orities 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 i acrosshheregiommber of

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 centre d
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 te rminology 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
e 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.
e Is this lack of specific data of concern to commissioners?
e 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.

England, 1 April 2007 to 31 March 2008 (provisional data)

Rounded Numbers

All ages 18-64 Age Group 65-74 Age Group 75 and over Age Group
Physical of Wh".:h: Physical of Whl(.:h: Physical of Wh".:h: Physical of Wh“.:h:
disabilit physical . bilit physical e abil physical disabilit physical
Councils with Adult Social ) Y, disability, ) Y, disability, frailty - v, disability, frailty . v, disability,
. oo frailty and . frailty and frailty and frailty and .

Services Responsibilities frailty and/or and/or and/or frailty and/or

sensory sensory sensory sensory
. . temporary . . temporary . . temporary . . temporary

impairment . impairment . impairment . impairment .

illness illness illness 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

Source: The Health and Social Care Information Centre
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Table 15 : Number of clients with physical disabilities with completed reviews by local authority and age group

England, 1 April 2007 to 31 March 2008 (provisional data)

Rounded numbers

All ages 18-64 Age Group 65-74 Age Group 75 and over Age Group
Physical of Whl(.:h: Physical of Whl(.:h: Physical of Whl(.:h: Physical of Wh“.:h:
disabilit physical ;e il physical disabilit physical 2 bilit physical
Councils with Adult Social >abiity, disability, >ablity, disability, >ablity, disability, AN, isability, frailty
. o frailty and . frailty and . frailty and . frailty and
Services Responsibilities frailty and/or frailty and/or frailty and/or and/or
sensory sensory sensory sensory
. . temporary . . temporary . . temporary . . temporary
impairment . impairment . impairment . impairment .

iliness illness iliness iliness

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

Source: The Health and Social Care Information Centre
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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.

England, 1 April 2007 to 31 March 2008 (provisional data) Rounded numbers
Cour.lcns with Adul.t .S'O.Clal Al ages 18-64 65-74 75 and
Services Responsibilities 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

Source: The Health and Social Care Information Centre

53



Table 17 : Number of carers for whom assessments or reviews were offered by

local authority

England, 1 April 2007 to 31 March 2008 (provisional data)

Physical disability, frailty and sensory impairment

Councils with Social

Services Responsibilities Carers assegsed 0 Carers assessed o Carers dedlining
reviewed . L
reviewed jointly assessments
separately

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

Source: The Health and Social Care Information Centre
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Table 18: Estimated number of people receiving person-centred services during the survey week by region, 2007/08 *?

Number
65 and
over 18-64
Physical Learning Mental Substance

Disabilities Difficulties Health Abuse Carers Other Total

England 34 152,640 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 1,955 920 110 110 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

! 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.
* Data from 150 councils.
Source: The Health and Social Care Information Centre
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Table19: Rate of people receiving person centred services per 100,000 population by region, 2007/08 * 23

18-64

65 and Physical Learning Mental Substance Council
Region over Disabilities Difficulties Health Abuse Carers Other Total
England Average *
> 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

Source GFS1 formr

! 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.

% Based on data from 2006 ONS mid-year population estimates by age and region.

* Totals may not equal sum of regions due to rounding.

5 Data from 147 councils.
Source: The Health and Social Care Information Centre
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CHAPTER 517 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 i good / doing well

45% and over i can do better

Below 45% i 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 Q2 Q3 Q4 Q5
Person Centred Service Early Recognition Emergency & Acute Early & Specialist Community Rehabilitation
Management Rehabilitation
North of A Patient held care plans A Joint education & A Consistent protocols of | A Monitoring admission/ | A CBT training to allow
Tyne A Pathways across training across sectors care for people with timescales people to support
providers A Enhanced service brain injury not A Integrated working cognitive / behavioural
A Information / individual specifications managed by secondary across sectors needs
needs A Explore special interest care A Review of admission & A Sharing of protocols
A Review & EPP GPs in neuro discharge criteria / across canmunity team
programmes NoT A Extend outreach models flexible to meet needs A Self management
of care from specialist strategies in care
teams pathways
A Sharing management
protocols
South of A To develop culturally A Explore rapid access for | A Protocols implemented A Admission of patients A To provide goal based
Tyne sensitive information GPs on neuro problems. in line with NICE within agreed community neuro rehab

A To develop self
management /education
programmes

A To explore/review the
development of
practitioners with special
interest in community.

A To explore development
of Community neuro
clinics

A Protocol for breaking
bad news and training
for staff

A Training for staff in
recognition of neuro
symptoms

guidance i emergencies

A Prompt assessment by
neuro experts

A Access to specialist
centres for advice

A Protocols fir people not
admitted to hospital

A Prompt transfer to
specialist centres

A Prompt local repatriation
for those no longer
requiring specialist
centre

A Repatriation to areas
where staff have neuro
expertise

timescales for rehab

A High intensity rehab

A Rehab provided by
coordinated mdt team

A 24/7 approach to
rehabilitation

A inreaching/outreaching
to all settings

A rehab for people with
profound and complex
disabilities, cognitive or
behavioural needs

A Rehab for people with
other medical needs.

A To promote community
rehab that promotes
social participation.

A To provide rehabilitation
in range of community
settings

A To provide integrated
health and social care
support for rehab.

A To develop protocols for
accessing mental health
services.

A To provide services for
people with cognitive
/behavioural
management needs.
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Durham A To develop SLAsthat A Range of providersi Co. Formal protocols needto | A Shortage of therapists & Range of providers and
provide integrated Durham & Darlington / be implemented by South consultant at STHT (in provision of services
pathways across providers South Tees / Newcastle Tees patient facility) limits co - across countyi general

A Specialist clinics with Mapping continues in ordinated care, acute rehabilitation access
specialist nurses but CDDFT but most ill ward environment, available as changes
inconsistent across patients transfer to timescales for rehab, and occur
county regional centre admission criteria

A Access to Regional Spinal
Injuries Unit

A Access to Walkergate
Park for complex need
rehab i diverse range of
patient rehab

A Support for return home

Tees A Information access at A GP rapid access/supporti Protocols for ABI to be A Shortage of therapists & Outpatient / day

diagnosis & ongoing promote fully implemented consultant at STHT (in rehabilitation services
A Named co-ordinators for A Joint education forum for Resourcing for prompt patient facility) limits co - Range of community
complex conditions all staff transfer of patients to ordinated care, acute settings needed
A Care plan that addresses | A Medication reviews specialist service ward environment, Rehab & suppott for CBT
future needs A MDT clinics in community Protocol for people with timescales for rehab, and Specialist mental health
A Annual reviews needed A More practitioners in ABI not cared for admission criteria services
A Culturally appropriate community Repatriation of people A Lack of high intensity Access to community
information A Review access to Genetic with appropriate ongoing rehab. rehab neuro specialist in
A Self management services care with neuro A NICE Guidance not the community
programmes A NICE guidance for expertise. implemented fully
diagnosis and treatment. A Admission / discharge

A Protocols for specalist criteria / flexible and
opinion within timescales changing needs

A MDT outpatient clinics A High intensity rehab

A Breaking bad news needed
training A Develop 24/7 approach

to rehab
A Rehab for Severe

cognitive & behavioural
problems and complex
rehab needs
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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 A Consistent delivery | A Explore further take A Increase flexible A Implementation of A Increase support A LTnCinaneuro
Tyne of vocational rehab up of direct payments short term care advanced (Care for people with setting that care plan
across specialist & individual budgets and respite in Planning Directives) LTnC and is available to all staff
vocational rehab A LA partnership with home for LTnC adjustment for A Formal protocols for
A Monitor & evaluate learning & supported A Assess training A Effective training for cognitive / handover from
outcomes living options programmes care staff across all behavioural specialist setting

A Access to fast track available for care settings A Increase carer A Review admissions
equipment / staff A Integrated training breaks interview
technology A Direct payments between specialist A Training for staff A Providing choice of

A Equitable access rehab and palliative working with care in a non neuro
for full funded CC care people with LTnC setting
A Prompt A Timely access to A Strategies to A Access to translation
reassessment palliative care for address BME services
when needed rapid disease conditions
A CHC/FNC progression
assessment
South of A Range of Vocational | A Links with assistive A Provision of A Care staffinrange of | A Carer support for A Neurological care
Tyne support and technology and neuro training for staff settings have managing plan is available in
specialist needs rehab providers to carrying out education in neuro cognitive and non neuro settings
across rehab in support people with assessments when conditions behavioural A Medication given at
community LTnC needs change. A Palliative care conditions specific times in care
A Outcomes from A Vouchers for A Equitable access to services to accept A Carer awareness plan
vocational rehab wheelchairs. services under people with rapidly and training A Support for self
providers? A Supported living FACS progressing A Support for medication
schemes A Equitable access to conditions families in BME A Support and follow

A Housing register for NHS funded communities advanced directives
adapted properties Continuing Care A Carers projects in later stages.

A Fastracking of and full range of that support neuro | A Protocols for liaison
adaptations/housing needs specifically between specialist
needs for rapidly and community care
progressing team involved in
conditions delivering care

A Access to supporting A Pre admission

people programmes

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 | A Equipment provided Mapping still in Full mapping in A Mapping continues Mapping continues
IS sector provider but a limited range progress but progress although QR
but capacity not A Exceptions can cause inconsistencies in addressed. However
utilised delays eg from SLAs across PCTs local implementation /
Link with Public outside of area ie and integrated review of referral
Health on South Tees services may procedures advocated
worklessness A Gaps in knowledge / provide different
mapping needed services depending
A Inconsistency on locality
between health & Review with joint
social care provision commissioning
with FACS
A Health staff not
involved in direct
payments
A Mondayi Friday only
Tees Provision of A Provision of Short term flexible Specialist rehab and Increase carers Review timing of
vocational rehab on equipment to national & respite care in palliative care teams assessments & medication according
partial care plan standards i wide home to work together identification of to care plan
Specialist provision range Provision of range Early referral of new needs / review Review support for
to include range of A Direct payments for of rehab in home patients T rapid Support for carers self medication for
services equipment Training of care progress from BME those able / want to
Monitor outcomes A 2?2 options needed staff in neuro Training for staff communities Support
A Review of AT Access and support caring for people in Training for staff implementation of
A Joint funding for for care staff from advanced stages. working with carer advanced directives
complex / specialist specialist teams awareness Care plan avalable to
needs Equitable access Support for carers all in caring role
A Supported living and for CC of patients with Consultation with

housing options

behavioural

family on how best to
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DFGT process too
long / modernisation
funding

Housing register
Fast tracking & direct
access for North of
Tees

Mondayi Friday only

conditions
A 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 datasource 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 underta ken 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 comparal 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 c are 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 i 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.

Recommendatio ns

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:

e For their strategic commissioning plans
e 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.

Recommendation s 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 Al 7 Estimated incidence of central nervous system infections by PCT and
PCT cluster

bed

Population ? Incidence
(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:

#2006 mid year population estimates

® UK incidence - 7.4 per 100,000

UK prevalence - Unknown

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects7
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Table A2 1 Prevalence of cerebral palsy by PCT and PCT cluster

a

bed

Population Prevalence
(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:

2006 mid year population estimates

P UK incidence - Unknown

UK prevalence - 144 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects’
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Table A3 T Prevalence of Charcot Marie Tooth disease by PCT and PCT cluster

a bcd

Population Prevalence
(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:

2006 mid year population estimates

® UK incidence - Unknown

° UK prevalence - 40 per 100,000

4 Rounded numbers
Source: Neuro numbers’, National Workforce Projects7
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Table A4 1 Prevalence of dystonia by PCT and PCT cluster

a

bcd

Population Prevalence
(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:

& 2006 mid year population estimates

P UK incidence - Unknown

¢ UK prevalence - 65 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects7
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Table A5 T Incidence and prevalence of epilepsy by PCT and PCT cluster

a

bd

cd

Population Prevalence
(all ages)
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:

2006 mid year population estimates

® UK incidence - 80 per 100,000

¢ UK prevalence - 500 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects’
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Table A61 Prevalence of essential tremor by PCT and PCT cluster

a

bcd

Population Prevalence
(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:

& 2006 mid year population estimates

P UK incidence - Unknown

¢ UK prevalence - 850 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects7
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ataxi a

Table A7i Preval ence of hereditary
PCT cluster

Population  Prevalence ™

(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:

#2006 mid year population estimates

P UK incidence - Unknown

UK prevalence - 5000 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects7
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Table ABT Preval ence of Huntingtonb6és disease
Population ® Prevalence ™™
(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:

& 2006 mid year population estimates

P UK incidence - Unknown

° UK prevalence - 13.5 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects7
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Table A9 1 Incidence and prevalence of migraine by PCT and PCT cluster

a

bd

cd

Population Incidence Prevalence
(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:

#2006 mid year population estimates
® UK incidence - 400 per 100,000
¢ UK prevalence - 15,000 per 100,000

4 Rounded numbers

Source: Neuro numbers®, National Workforce Projects’
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Table A107 Incidence and prevalence of Motor Neurone disease by PCT and PCT
cluster

a bd cd

Population Incidence Prevalence
(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:

#2006 mid year population estimates

® UK incidence - 2 per 100,000

° UK prevalence - 7 per 100,000

4 Rounded numbers
Source: Neuro numbers®, National Workforce Projects’
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Table A117 Incidence and prevalence of Multiple Sclerosis by PCT and PCT cluster

a

bd

cd

Population Incidence Prevalence
(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:

2006 mid year population estimates

® UK incidence - 4 per 100,000

° UK prevalence - 144 per 100,000

4 Rounded numbers

Source: Neuro numbers®, National Workforce Projects’
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Table A12 7 Prevalence of Muscular Dystrophy by PCT and PCT cluster

a

bcd

Population Prevalence
(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:

2006 mid year population estimates

P UK incidence - Unknown

UK prevalence - 50 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects7
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Table A13: | nci dence and preval ence of Parkinsonds ¢«

Population ®  Incidence ™ Prevalence ©
(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:

2006 mid year population estimates

® UK incidence - 17 per 100,000

° UK prevalence - 200 per 100,000

¢ Rounded numbers
Source: Neuro numbers®, National Workforce Projects’
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Table Al14 T Prevalence of post-polio syndrome by PCT and PCT cluster

a

bcd

Population Prevalence
(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:

2006 mid year population estimates

P UK incidence - Unknown

° UK prevalence - 250 per 100,000

4 Rounded numbers

Source: Neuro numbers’, National Workforce Projects7
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Table A1571 Prevalence of spina bifida and hydrocephalus by PCT and PCT cluster

a bcd

Population Prevalence
(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 a7
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:

2006 mid year population estimates

® UK incidence - Unknown

¢ UK prevalence - 24 per 100,000

4 Rounded numbers

Source: Neuro numbers®, National Workforce Projects7
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Table A16 T Incidence and prevalence of spinal cord injury by PCT and PCT cluster

Population 2 Incidence ®®  Prevalence ©
(allages) 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:

#2006 mid year population estimates

® UK incidence - 2 per 100,000

¢ UK prevalence - 50 per 100,000

4 Rounded numbers

Source: Neuro numbers®, National Workforce Projects’
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Table A17 T Incidence and prevalence of traumatic brain injury by PCT and PCT

cluster
Population ? Incidence ™ Prevalence
(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:

2006 mid year population estimates

® UK incidence - 175 per 100,000 - leading to hospital admission
¢ UK prevalence - 1200 per 100,000 - with long term problems

4 Rounded numbers

Source: Neuro numbers®, National Workforce Projects7
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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 isnot 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 (ICD10) and procedures and interventions according to the
Office of Population, Censuses and Surveys: Classification of intervations and
procedures, 4th Revision (OPC$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 condjtions chosen

for inclusion

NeuroNetwork Condition
CNS infections
CNS infections

CNS infections
CNS infections
CNS infections
CNS infections
CNS infections
CNS infections

CNS infections
Dystonia
Dystonia
Dystonia
Dystonia
Dystonia

Dystonia

Dystonia

Dystonia

Encephalitis
Encephalitis
Encephalitis
Encephalitis
Encephalitis
Encephalitis

Encephalitis

ICD10
G000
G001

G002
G003
G008
G009
G060
G061

G062
G240
G241
G242
G243
G244
G245

G248
G249
G020
G021
G028
G040
G041
G042
G048

Description
Haemophilus meningitis

Pneumococcal meningitis

Streptococcal meningitis
Staphylococcal meningitis

Other bacterial meningitis

Bacterial meningitis, unspecified
Intracranial abscess and granuloma

Intraspinal abscess and granuloma

Extradural and subdural abscess, unspecified
Drug-induced dystonia

Idiopathic familial dystonia

Idiopathic nonfamilial dystonia

Spasmodic torticollis

Idiopathic orofacial dystonia

Blepharospasm

Other dystonia
Dystonia, unspecified
Meningitis in viral diseases classified elsewhere

Meningitis in mycoses

Meningitis in other spec infectious and parasitic dis EC

Acute disseminated encephalitis

Tropical spastic paraplegia

Bacterial meningoencephalitis and meningomyelitis NEC

Other encephalitis, myelitis and encephalomyelitis
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NeuroNetwork Condition

Multiple sclerosis

Multiple sclerosis

Multiple sclerosis
Multiple sclerosis
Multiple sclerosis
Multiple sclerosis
Multiple sclerosis

Multiple sclerosis

Multiple sclerosis
Multiple sclerosis
Multiple sclerosis
Multiple sclerosis
Multiple sclerosis
Multiple sclerosis

Multiple sclerosis

Multiple sclerosis
Multiple sclerosis
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies

Neuropathies

ICD10
G35X
G360

G361
G368
G369
G370
G371
G372

G373
G374
G375
G378
G379
G960
G961

G968
G969
G560
G561
G562
G563
G564
G568
G569

Description
Multiple sclerosis

Neuromyelitis optica [Devic]
Acute and subacute haemorrhagic
leukoencephalitis [Hurst]

Other specified acute disseminated demyelination
Acute disseminated demyelination, unspecified
Diffuse sclerosis

Central demyelination of corpus callosum

Central pontine myelinolysis
Acute transverse myelitis in demyelinating disease
of CNS

Subacute necrotizing myelitis

Concentric sclerosis

Other spec demyelinating diseases of cns
Demyelinating disease of central nervous system
Cerebrospinal fluid leak

Disorders of meninges, not elsewhere classified
Other specified disorders of central nervous
system

Disorder of central nervous system, unspecified
Carpal tunnel syndrome

Other lesions of median nerve

Lesion of ulnar nerve

Lesion of radial nerve

Causalgia

Other mononeuropathies of upper limb

Mononeuropathy of upper limb, unspecified




Encephalitis
Encephalitis
Encephalitis
Encephalitis
Encephalitis
Epilepsy
Epilepsy
Epilepsy
Epilepsy
Epilepsy
Epilepsy

Epilepsy
Epilepsy
Epilepsy
Epilepsy
Epilepsy
Epilepsy
Epilepsy
Epilepsy
Epilepsy
Hereditary ataxia
Hereditary ataxia
Hereditary ataxia
Hereditary ataxia
Huntington's disease
Hydrocephalus
Hydrocephalus

G049
G114
G118
G119
G92X
G400
G401
G402
G403
G404
G405

G406
G407
G408
G409
G410
G411
G412
G418
G419
G110
G111
G112
G113
G10X
G910
G911

Encephalitis, myelitis and encephalomyelitis, unspecified
Hereditary spastic paraplegia

Other hereditary ataxias

Hereditary ataxia, unspecified

Toxic encephalopathy

Lockrel(foc)(part)idiop epilep/ epilptic syn seiz locl ons
Loctrel(foc)part)symp epilep/ epilptic syn simpe part seiz
Loctrel(foc)part)symp epilep/epilptic syn coplex part seiz
Generalized idiopathic epilepsy and epileptic syndromes
Other generalized epilepsy and epileptic syndromes

Special epileptic syndromes
Grand mal seizures, unspecified (with or without petit
mal)

Petit mal, unspecified, without grand mal seizures
Other epilepsy

Epilepsy, unspecified

Grand mal status epilepticus

Petit mal status epilepticus

Complex partial status epilepticus

Other status epilepticus

Status epilepticus, unspecified

Congenital nonprogressive ataxia
Early-onset cerebellar ataxia

Late-onset cerebellar ataxia

Cerebellar ataxia with defective DNA repair
Huntington's disease

Communicating hydrocephalus

Obstructive hydrocephalus
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Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies

Neuropathies

Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies
Neuropathies

Neuropathies

G570
G571
G572
G573
G574
G575
G576
G578
G579
G580
G587

G588
G589
G600
G601
G602
G603
G608
G609
G610
G611
G618
G619
G620
G621
G622
G628

Lesion of sciatic nerve

Meralgia paraesthetica

Lesion of femoral nerve

Lesion of lateral popliteal nerve

Lesion of medial popliteal nerve

Tarsal tunnel syndrome

Lesion of plantar nerve

Other mononeuropathies of lower limb
Mononeuropathy of lower limb, unspecified
Intercostal neuropathy

Mononeuritis multiplex

Other specified mononeuropathies
Mononeuropathy, unspecified

Hereditary motor and sensory neuropathy
Refsum's disease

Neuropathy in association with hereditary ataxia
Idiopathic progressive neuropathy

Other hereditary and idiopathic neuropathies
Hereditary and idiopathic neuropathy, unspecified
Guillain-Barr syndrome

Serum neuropathy

Other inflammatory polyneuropathies
Inflammatory polyneuropathy, unspecified
Drug-induced polyneuropathy

Alcoholic polyneuropathy

Polyneuropathy due to other toxic agents

Other specified polyneuropathies




Hydrocephalus

Hydrocephalus

Hydrocephalus

Hydrocephalus

Infantile cerebral palsy
Infantile cerebral palsy
Infantile cerebral palsy
Infantile cerebral palsy
Infantile cerebral palsy
Infantile cerebral palsy
Infantile cerebral palsy
Migraine & Headache
Migraine & Headache
Migraine & Headache

Migraine & Headache
Migraine & Headache
Migraine & Headache

Migraine & Headache

Migraine & Headache
Migraine & Headache
Migraine & Headache
Migraine & Headache

Migraine & Headache

G912

G913

G918

G919

G800

G801

G802

G803

G804

G808

G809

G430

G431

G432

G433
G438
G439
G440

G441
G442
G443
G444
G448

Normal-pressure hydrocephalus
Posttraumatic hydrocephalus, unspecified
Other hydrocephalus

Hydrocephalus, unspecified

Spastic cerebral palsy

Spastic diplegia

Infantile hemiplegia

Dyskinetic cerebral palsy

Ataxic cerebral palsy

Other infantile cerebral palsy

Infantile cerebral palsy, unspecified
Migraine without aura [common migraine]
Migraine with aura [classical migraine]
Status migrainosus

Complicated migraine
Other migraine
Migraine, unspecified

Cluster headache syndrome

Vascular headache, not elsewhere classified
Tensiontype headache

Chronic post-traumatic headache

Drug-induced headache, not elsewhere classified

Other specified headache syndromes
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Neuropathies
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia
Paraplegia and
tetraplegia

Parkinson's disease
Parkinson's disease

Parkinson's disease

Parkinson's disease

Parkinson's disease
Parkinson's disease
Parkinson's disease
Parkinson's disease

Parkinson's disease

G629

G820

G821

G822

G823

G824

G825

G830

G831

G832

G833

G834

G838

G839

G09X
G20X
G210
G211

G212
G213
G218
G219
G250

Polyneuropathy, unspecified
Flaccid paraplegia

Spastic paraplegia

Paraplegia, unspecified
Flaccidtetraplegia

Spastic tetraplegia

Tetraplegia, unspecified
Diplegia of upper limbs
Monoplegia of lower limb
Monoplegia of upper limb
Monoplegia, unspecified
Cauda equina syndrome

Other specified paralytic syndromes
Paralytic syndrome, unspecified

Sequelae of inflammatory diseases of central
nervous system

Parkinson's disease
Malignant neuroleptic syndrome

Other drug-induced secondary parkinsonism
Secondary parkinsonism due to other external
agents

Postencephalitic parkinsonism
Other secondary parkinsonism
Secondary parkinsonism, unspecified

Essential tremor




Motor Neuron Disease &
Spinal muscular atrophy
Motor Neuron Disease &
Spinal muscular atrophy
Motor Neuron Disease &
Spinal muscular atrophy
muscular atrophy

Motor Neuron Disease &
Spinal muscular atrophy
muscular atrophy

Motor Neuron Disease &
Spinal muscular atrophy

Myasthenia gravis
Myasthenia gravis
Myasthenia gravis
Myasthenia gravis

Myasthenia gravis

Infantile spinal muscular atrophy, type | [Werdnig -

G120 Hoffman]

G121 Other inherited spinal muscular atrophy

G128 Other spinal muscular atrophies and related syndromes
G129 Spinal muscular atrophy, unspecified

G122 Motor neuron disease

G700 Myasthenia gravis

G701 Toxic myoneural disorders

G702 Congenital and developmental myasthenia

G708 Other specified myoneural disorders

G709 Myoneural disorder, unspecified

Parkinson's disease

Parkinson's disease

Parkinson's disease

Parkinson's disease

Parkinson's disease

Parkinson's disease
Parkinson's disease

Parkinson's disease
Primary disorders of
muscles
Primary disorders of
muscles
Primary disorders of
muscles
Primary disorders of
muscles
Primary disorders of
muscles
Primary disorders of
muscles

G251 Drug-induced tremor

G252 Other specified forms of tremor

G253 Myoclonus

G254 Drug-induced chorea

G255 Other chorea

G256 Drug-induced tics and other tics of organic origin
Other specified extrapyramidal and movement

G258 disorders
Extrapyramidal and movement disorder,

G259 unspecified

G710 Muscular dystrophy

G711 Myotonic disorders

G712 Congenital myopathies

G713 Mitochondrial myopathy, not elsewhere classified

G718 Other 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 2007/08"

The

Northumbria Newcastle | Gateshead South Hoglti)t/als
Healthcare Upon Tyne Health Tyneside sun dgrlan d
NHSFT Hospitals NHSFT NHSFT NHSET
NHSFT
PCT
Northumberland
Care Trust 46.2 52.8 3 0.0 -
Newcastle PCT 0.9 98.9 - 0.0 0.0
North Tyneside PCT 28.0 71.3 - 0.0 -
Gateshead PCT = 44.8 50.6 - -
South Tyneside _ 35.2 _ 421 18.7

PCT

Sunderland TPCT

NHS County
Durham

NHS Darlington

Hartlepool PCT

Stockton on Tees
TPCT

Middlesbrough PCT

0.0

135

County
Durham
And
Darlington
NHSFT

North Tees
And
Hartlepool
NHSFT

South Tees
Hospitals
NHSFT

Redcar And

Cleveland PCT

NHS Cumbria 8.7 87.0 - 0.0 - 0.0 0.0 -
$(|)-|ris’\r‘1?rr(tehAnd 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

2 Values are row percentages. °Shading indicates clusters.
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Appendix B4: Multiple admissions by PCT

Average Percentage of
number of patients with 2 or
admissions per | more admissions in

PCT patient 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 Cumbria® 1.14 9.71%
NHS North Yorkshire & York® 1.11 8.63%

%Values are for admissions to North East Providers only.
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Appendix C - Prescribing data

Chart C1

Section 0408 - Antiepileptics prescribing frequency: 0809Q2

Newcastle

Darlington

Gateshead

Redcar & Cleveland

County Durham
Middlesbrough
South Tyneside

Sunderland Teaching

Hartlepool

North Tyneside
Northumberland Care Trust
Stockton-on-Tees Teaching

Cumbria

North Yorkshire & York

0 0.2 0.4 0.6 0.8

ITEMS/100 ASTRO-PU

B Sodium Valproate Carbamazepine OGabapentin OLamotrigine BPhenytoin SodiumB Pregabalin
Bl evetiracetam __ BClonazepam = Sec 0408 Others ®Topiramate SPhenobarbital

1.2

Source: Regional Drugs and Therapeutics Centre

Chart C2

Section 0408 - Antiepileptics prescribing cost: 0809Q2

Gateshead

Middlesbrough

Newcastle [ ]
South Tyneside

County Durham

Redcar & Cleveland
Sunderland Teaching

North Tyneside

Darlington

Hartlepool

Northumberland Care Trust
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Stockton-on-Tees Teaching

Cumbria

NIC(£)/100 ASTRO-PU

40

BGabapentin B pregabalin O Levetiracetam O Sodium Valproate ® Topiramate B carbamazepine
B | amotrigine O Phenytoin Sodium ® 0408 'Others’ B Clobazam O Clonazepam

45

Source: Regional Drugs and Therapeutics Centre
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Chart C3

Section 0409 - Drugs used for parkinsonism and related disorders prescribing frequency: 0809Q2

Darlington

Newcastle

North Tyneside

Gateshead

Hartlepool

South Tyneside

County Durham . .
Northumberland Care Trust . .
Redcar & Cleveland | I
Sunderland Teaching I
Middlesbrough I
Cumbria l

North Yorkshire & York
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0 0.05 0.1 0.15 0.2 0.25 03
ITEMS/100 ASTRO-PU
BCo-Careldopa (Carbidopa/Levodopa) B Procyclidine Hydrochloride O Co-Beneldopa (Benserazide/Levodopa]
ORopinirole Hydrochloride W 0409 'Others' B Pramipexole
BOrphenadrine Hydrochloride OLevodopa/Carbidopa/Entacapone W Entacapone
BTrihexyphenidyl Hydrochloride O Amantadine Hydrochloride
Source: Regional Drugs and Therapeutics Centre
Chart C4
Section 0409 - Drugs used for parkinsonism and related disorders prescribing frequency: 0809Q2
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Chart C5
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Chart C7

Section 04070402 - Prophylaxis of migraine prescribing frequency: 0809Q2
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Chart C8

Section 04070402 - Prophylaxis of migraine prescribing cost: 0809Q2
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Appendix D T Social Care

Table D1 Number of schemes funded from social services budgets by region, 2007/08 *

Number
18-64

Physical Learning Mental ~ Substance Percentag
Region 65 and over Disabilities Difficulties Health Abuse Carers Other Council Total = e of Total

England 23 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

Source GFS1 form
* Figures may include double counting where schemes have been counted by more than one council.
2 Totals may not equal sum of regions due to rounding.

® Data from 147 councils.

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 *?

Rate
Region Schemes per 100,000
England Average ** 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
Source GFS1 form

* 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.

* Data from 147 councils.
Source: The Health and Social Care Information Centre
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Table D3: Amount of council funding for schemes from social services budgets and other
council budgets by region, 2007/08

£ Thousands, Percentage

Percentage

Social

Social services
Council Type Services Other funding Total

£ £ £

England *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
! Totals may not equal sum of regions due to rounding.
% Data from 150 councils.
Source: The Health and Social Care Information Centre
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Table D4:

£ Rate
18-64
Physical Learning Mental  Substance
65 and over Disabilities  Difficulties Health Abuse Carers Other Total
£ £ £ £ £ £ £ £

England ** 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

! Totals may not equal sum of regions due to rounding.

2 Data from 150 councils.

Source: The Health and Social Care Information Centre

Source GFS1 form

Amount of council funding for schemes from social services budgets by region, 2007/08

Table D5: People claiming Incapacity Benefit/Disablement Allowance for a Physical
Disability by type of problem, 2006 . Unitary Authorities only.
Symptoms
Circulatory Musculo not
Local Authority Mental system Respiratory skeletal Injury or elsewhere Other
(Upper Tier) Problem problem Problem Problem Poisoning classified 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
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Table D6: People supported to live independently through social care services

Proportion of people
supported to live

Local Authority independently through

(Upper Tier) 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%

Source: The Health and Social Care Information Centre

Table D7: Social care clients receiving self directed support per 100k population

Local Authority

People aged 18+
receiving direct

People aged 18 -64
receiving direct

People aged 65+
receiving direct

(Upper Tier) payments per 100K payments per 100K 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 SocialCare Information Centre
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Table D 8: Timeliness of Social Care Packages

Total number of
clients 65+ whose
More than 2 More than 2 assessment was
weeks, less weeks, less completed and who
Less than or than, or than or went on to receive
Local Authority equal to 2 equal to 4 equal to 6 More than 6 all services in the
(Upper Tier) weeks weeks weeks weeks 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

Less than or Less than or Less than or Less than or
Local Authority equal to 2 equal to 2 equal to 4 equal to 3

(Upper Tier) days weeks weeks 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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