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Introduction 
 
There is considerable geographical variation in the ease of access to neurological 
services. The number of Consultant Neurologist in the United Kingdom needs to increase 
to provide timely access to a high quality, comprehensive and co-ordinated, patient-
centred and expert service, with equity of provision regardless of geography. There is 
also an increasing pressure that more locally provided neurology services should be 
created as part of a clinical neuroscience network. Many new appointments of Consultant 
Neurologists are and will be made to Neurology centres and District General Hospitals 
(DGHs). 
 
Consequence of Increasing Number  of Neurologists on Neuroradiology 
 
The consequence of the expansion in the number of consultant neurology appointments to 
DGHs include: 
 

1. Significant increase in Neuroradiology workload and 
2. A change in the way in which neuroradiological support is provided. 

 
Neuroradiology Workload 
 
In 2003, the number of Consultant Neurologists in the population is approximately 
1:170,000. The Association of British Neurologists (ABN) has produced a document in 
1997, concluding that comprehensive care at regional centres and more focused care in 
local hospitals would require at least 1:100,000 population. 
 
When hospitals appoint new Consultant Neurologists, there should be adequate extra 
funding for the required increase in the number of imaging studies and for 
Neuroradiology sessions. 
 
Neuroradiological Support 
 
Each local neurology service will require adequate neuroradiology support: 
 

1. Patients with neurological conditions should have adequate access to 
neuroimaging 

2. Neurologists should have adequate radiological support, particularly as there is 
widespread adoption of the multidisciplinary model of patient care 

 
Neuroimaging 

 
Imaging of the brain and spinal cord with computerised tomography (CT) and 

magnetic resonance imaging (MRI) is essential to investigate many people with 
neurological diseases. Patients should have access to neuroimaging locally where 
possible. 
 



All DGHs should have access to CT scanning but the location of MRI scanning will vary. 
Patients requiring more complex neuroradiological imaging, such as cerebral 
angiography and CT myelography, would be accommodated at the Neuroscience centre. 
Access to neuroimaging is needed both electively and as an emergency. 
 

Radiological Support 
 

In DGHs, the Neuroradiological CT and MR scanning lists are usually overseen 
and reported by general radiologists. The majority of neuroradiologists are currently 
wholly based in Neuroscience centres. The development of a “hub and spoke” 
Neuroradiology service to DGHs should address some of the issues related to 
Neuroradiology performed outside Neuroscience centres and would enable: 
 

1. The local delivery of neuroimaging service 
2. A means of providing direct support for the local neurology service and the 

general radiologists and 
3. A means to address issues related to the quality of Neuroradiology performed 

outside Neuroscience centres, including advice on scanning protocols 
 
This service should include: 
 

1. A Neuroradiologist visiting the DGH on a sessional basis 
2. Clinico-Neuroradiological meetings at the DGH 
3. Teleradiology service for "hot review” of cases 

 
Reporting 
 
Whilst the majority of the CT and MRI scans would be reported by the DGH radiologists, 
the visiting neuroradiologist would report some CT and MRI scans. The number of scans 
would depend on the number of sessional commitment. 
 
The visiting neuroradiologist would also be available to review difficult cases with the 
DGH radiologists and provide second opinions.  
 
Consultation 
 
Consultation with neurologists about appropriate imaging pathways as well as discussion 
of results of examinations already performed can take place in a variety of ways: 
 

a. Clinicoradiological meetings 
b. Vetting of requests to determine appropriateness 
c. Written and emailed correspondance 
d. Telephone discussions 
e. Face-to face consultation (planned or ad-hoc) 

 
 



Teleradiology 
 
Images can be transmitted to the Neuroscience centre for evaluation and advice. 
 
The advantages of teleradiology for direct clinical care are that: 
 

1. Neurologists can seek specialist opinion on imaging obtained locally to decide 
whether the patient will need to be transferred to the Neuroscience centre for 
further investigation/treatment or should have further investigation/treatment 
locally 

2. DGH radiologists can seek expert second opinion from the Neuroscience unit 
without transferring the patient 

3. Case conferences may be undertaken between neuroradiologist and other 
clinicians in different localities 
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SPECIALISED SERVICES NATIONAL DEFINITIONS SET (THIRD EDITION 
2008) 
 
 
Specialised Neurosciences Services (adult) - Definition No. 8  

 
 

Preface 
This definition is part of the third edition of the Specialised Services National 
Definitions Set (SSNDS) being produced over 2008/9. The SSDNS was last edited in 
2002. During 2008/9 each of the 35 definitions in the second edition of the SSNDS will 
be updated; in addition three new definitions will be added to the Set. 
 
Each definition is drawn up by a process involving providers (clinicians, hospital 
managers, and information and coding staff), commissioners and patients’ groups and is 
then endorsed wherever possible by relevant national organisations. Finally, when the 
definition has been signed off by the Department of Health (DH) and the National 
Specialised Commissioning Group it is published on their websites.  
 
The purpose of a definition is to identify the activity that should be regarded as 
specialised and therefore within the remit of PCT collaborative commissioning. A 
service is specialised if the planning population (ie. catchment area) for that service is 
greater that one million people. This means that a specialised service would not be 
provided by every hospital in England; generally, it would be provided by less than 50 
hospitals.  

The definitions are not prescribed service models nor do they set service standards. 
Where national standards for a specialised service already exist, these may be referred to 
in the definition.   

Inclusion of a treatment or intervention in a definition should not be taken to mean that 
there is established evidence of clinical or cost effectiveness. 

The production of the SSNDS is an iterative process. The content of the SSNDS will 
change over time as new specialised services will be introduced into the NHS whilst 
other services will become more commonplace and cease to be specialised.   
 
Future editions of the SSNDS will become more refined as the classifications systems 
develop and become better able to categorise specialised service activity. The current 
classification systems used in the third edition are the International Classification of 
Diseases, version 10, and the OPCS Classification of Interventions and Procedures, 
version 4. 
 
Comments and suggested improvements to the definitions are very welcome and can be 
sent to definitions@nsscg.nhs.uk.  
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1. Introduction 
The clinical neurosciences services have undergone a period of great change.  New 
drugs, surgical procedures and investigative techniques have changed the relationships 
between specialties, the use of facilities and the site at which treatment takes place.  Sub-
specialisation is now well advanced within neurosurgery, neurology, neuroradiology, 
neurophysiology and neuropathology and there is increasing involvement with 
rehabilitation services, neuropsychology and neuropsychiatry in assessment and care.   
 
In parallel with these developments stroke medicine has developed and includes 
practitioners from elderly care medicine, clinical pharmacology and neurology. 
Neurosurgery and neuroradiology services for stroke patients are specialised and 
therefore that aspect of stroke care is included in this definition. Routine stroke care, 
including 24 hour access to a stroke specialist, urgent brain imaging (with expert 
interpretation) and thrombolytic treatment, lies out with this definition.  
 
Despite a significant increase in the number of consultants and specialist nurses there 
remains significant under provision within the neuroscience workforce and a debate 
continues as to the role of neurologists and the geographical distribution of services. 
This is occurring against a background of reform in the training of physicians of the 
future and it is highly unlikely that those becoming specialists in acute medicine or other 
(non neurological) medical specialties will have the competences to deal with other than 
the simplest of neurological disorders. 
 
Because of the interrelationships it is important not to plan these services separately.  A 
strategic plan for neurosurgery services will need to take into account plans for 
neurology services and consider the whole care pathway, including neuro-rehabilitation 
and key support services such as neuroradiology, neurophysiology and other cognate 
disciplines. 
 
2. General Description 
Clinical neurosciences includes both medical and surgical neurology as well as 
diagnostic support and neurological rehabilitation services. The services are 
interdependent and the care pathway for many patients with neurological problems may 
span several neurosciences subspecialties. Specialised neurosciences services include all 
activity in the following disciplines: 
 
•  All inpatient neurosurgery and neurology 
• Neuropathology 
• Neurophysiology 
• Neuroradiology 
• Neuro-ophthalmology, neuro-otology and neuropsychology accessed through 

neurosurgery, neurology or neurorehabilitation 
• Out patient neurology that is designated as specialised (see below)  
• Diagnostic services for people with stroke of non atheroembolic origin 
• Stroke requiring complex interventions including those for cerebral haemorrhage, 

intra and extracranial stents, hemicraniectomy, intracerebral haematoma evacuation 
and mechanical clot retrieval for patients with AVM and cerebral vasculitis 

• Neuropsychiatry  
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Rationale for the Service being included in the Specialised Services Definitions Set 
The reasons for including these services in this definition are to: 
• ensure the commissioning of seamless care and the close integration of neuroscience 

subspecialities, in particular with regard to inpatient care; 
• ensure that those with appropriate competences are involved in the care of people 

with disorders of the nervous system; and  
• reduce variations in patterns of care.  
 
The 2002 edition of the Specialised Neurosciences Services (adult) Definition included 
all neurology outpatient activity within the definition but this is no longer appropriate 
since most neurology units serve populations of less than one million. Some neurology 
however is complex and uncommon and requires a multidisciplinary approach and it is 
proposed that in this edition of the definition this neurology outpatient activity alone 
should be regarded as a specialised service. .    
 
3. Links to Other Services in the Specialised Services Definitions Set 
No.1,  Specialised Cancer Services (adult)  
No.6,  Specialised Spinal services (all ages)  
No.7,  Complex Specialised Rehabilitation for Brain Injury and Complex Disability 
(adult)  
No.20,  Medical Genetic Services (all ages)1

No.22,  Specialised Mental Health Services (adult)  
  

No.23, Specialised Services for Children2

No.29,  Specialised Respiratory Services (adult) 
 

No.30, Specialised Vascular Services (adult)   
No.31, Specialised Pain Management Services (adult) 
No.32, Specialised Ear Services (all ages) 
No.34, Specialised Orthopaedic Services (adult) 
No.37, Specialised Ophthalmology Services (new definition, 2008/9 edition) 
 
4. Detailed Description of Specialised Activity 
 
4.1 Neurosurgery 
Neurosurgery is increasingly involved with the management of both haemorrhagic and 
non-haemorrhagic stroke, removing intra-cerebral clots (sometimes caused by 
thrombolysis) and performing decompressive craniectomies.   
 
Specialised neurosurgery services consist of: 
 
4.1.1 all consultant spells attributed to consultants with Specialty Code 150 (i.e. 
Neurosurgery)  
excluding: 

• all discharges or transfers with a diagnosis of head injury and hospital stay under 
48 hours (HRG codes: A31-33)  AND 

                                                 
1 Neuro-genetic services are provided through a partnership between neurology centres and specialist 
genetic centres.  Clinical counselling and predictive genetic testing for neurological disorders that have a 
genetic or familial association are included in this definition where this activity takes place within 
neurosciences services.  
 
2 The distinction between adult and paediatric services is not always clear within the neurosciences and it 
is now recognised that adult clinicians will be involved in the transitional care of adolescents and also 
provide some specialised services to those in the paediatric age group.  
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• peripheral nerve surgery for carpal tunnel syndrome, ulnar nerve entrapment, 
radial nerve entrapment, tarsal tunnel syndrome or common peroneal nerve 
entrapment (ICD 10 codes: G56.0, G56.2, G56.3, G57.3, G57.5; OPCS 
intervention codes: ??; and HRG codes: H13, 16, H17) 

 
4.1.2 specialised peripheral nerve surgery such as brachial plexus reconstruction or re-
innervation and muscle transposition (note: these specialised interventions are more 
commonly carried out by orthopaedic/plastic/hand surgeons rather than neurosurgeons); 
  
4.1.3 stereotactic radio-surgery treatment for neurological diseases (note: stereotactic 
radiosurgery/stereotactic radiotherapy is also provided by radiotherapists; in these cases 
the activity will be coded under the radiotherapists’ Specialty Code: 800); 

 
Some neurosurgery procedures (such as treatment of acoustic nerve tumours) are 
undertaken jointly by neurosurgeons and ear, nose & throat surgeons or maxillofacial 
surgeons and might be listed under either consultant depending on the site of the 
procedure.   
 
4.2 Neuropathology 
All neuropathology activity including autopsy work to support the clinical 
neurosciences. 
 
4.3 Neurophysiology  
Neurophysiological investigations take place in an outpatient context or as part of an 
inpatient hospital spell. Those departments accepting non-neuroscience and GP referrals 
should identify this activity separately. 
 
4.4 Neuroradiology 
Most neuroradiological procedures will take place in the context of an episode of care 
attributed to neurology or neurosurgery and only rarely would patients be under the 
direct care of a neuroradiologist or vascular radiologist . Some patients will also require 
neurological intensive care provision. Interventional neuroradiology includes aneurysm 
coiling in the form of targeted thrombolysis and stenting of intracranial vessels. 
 
4.5 Neurorehabilitation  
This is covered by Definition No.7, Complex Specialised Rehabilitation for Brain Injury 
and Complex Disability (adult). Where activity within a neuroscience consultant spell 
changes to rehabilitation then Speciality Code 314 should be used rather than Specialty 
Code 150 (Neurosurgery) or Specialty Code 400 (Neurology). 
Please note - Definition No. 7 is currently being reviewed and updated, where this 
section may require further review once this is complete).  
 
4.6 Neuropsychiatry  
 
Comment and question - Currently neuropsychiatry services fall under Definition No. 
22, Specialised Mental Health Services. We invite comments about whether  
neuropsychiatry should be in this definition only, or remain in Definition No.22, or be 
included in both? The section below is an edited version of the section in the 2002 
version of Definition No.22 and may need more updating.  
 
Conditions seen by specialised neuropsychiatry services include young onset dementia, 
psychoses (some of which are treatment resistant) and acquired brain injury and have a 
range of possible causes and clinical presentations spanning cognitive deficits and 



Consultation Definition No. 8 Specialised Neurosciences Services (adult) – 31 July 2008 

 6 

disturbed behaviour, mood, thought and perception. Causes include: head injury 
associated with cerebral tumours, epilepsy, intra-cranial infection, cerebro-vascular 
disorders, endocrine and metabolic disorders, vitamin deficiencies, toxic disorders, and 
a range of rarer sometimes inherited disorders that may affect cognition such as 
Huntingdon's disease, Pick's disease or Creuzfeldt-Jakob disease.  
 
These rare and complex cases require specialist expertise in centres that provide 
combined clinical psychiatry, neuropsychology and neurology services as well as 
support to relevant local  services. Patients may require access to psychiatric intensive 
therapy units.  
 
Neuropsychiatric disorders require detailed neuropsychiatric and neuropsychological 
assessment, particularly of the cognitive functions and other signs of illness which may 
vary in psychiatric symptomatology. Specialist teams are necessary both for the 
assessment itself and for managing such behaviourally disturbed patients during the 
assessment process.  
 
The outpatient service is often delivered through cross-speciality (joint) clinics. Patients 
who require neuropsychiatric investigation and intervention may require support from 
neuropsychiatry or neurology services, depending on their needs and route of referral. 
Where a neuropsychiatrist and a neurologist provide joint outpatient clinics the activity 
could be attributed to either but should probably be attributed to the service to which 
the patient was originally referred unless different arrangements have been agreed.   
 
Specialised neuropsychiatric activity includes:  
 
• Inpatient and outpatient assessment for complex conditions presenting with 

psychiatric symptoms; 
• Access to necessary clinical and nursing expertise, including neuropsychological 

assessment and brain scanning facilities and assessment of physical function, where 
necessary; 

• Intensive nursing care in specialist units and within community teams; links with 
neuropathological centres and access to detailed genetic investigations and 
counselling; 

• Training for local services, particularly in the early detection of these mental 
disorders.  

 
4.7 Specialised Neurology Outpatient Activity 
All general neurology out-patients activity is excluded from this definition i.e. all 
activity undertaken by a single clinician regardless of geographical location. Those 
clinics identified as specialist clinics cover an agreed list of conditions (outlined below) 
and will normally require multidisciplinary or multi-professional input.  These clinics 
will provide specialised services to planning populations of more than a million people 
and as such will be held in no more than 50 centres in England.   
 
4.7.1 Multidisciplinary Specialist Clinic for Inflammatory Disorders of the Nervous 
System (including paediatric) (covering a catchment population of more than one 
million)  
Includes:  
G35     Multiple sclerosis,  
G36.0  Neuromyelitis optica [Devic],  
G36.1  Acute and subacute haemorrhagic leukoencephalitis 
G36.8  Other specified acute disseminated demyelination,  
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G36.9  Acute disseminated demyelination, unspecified,  
G37.0  Diffuse sclerosis  
G37.1  Central demyelination of corpus callosum  
G37.2  Central pontine myelinolysis  
G37.3  Acute transverse myelitis in demyelinating disease of central nervous system  
G37.4  Subacute necrotizing myelitis  
G37.5  Concentric sclerosis [Baló]  
G37.8  Other specified demyelinating diseases of central nervous system  
G37.9  Demyelinating disease of central nervous system, unspecified  
E71.3  Adrenoleukodystrophy [Addison-Schilder]  
 
Specialised services for inflammatory disorders of the nervous system:  
• Multiprofessional care including joint involvement of: specialist nurses, professions 

allied to medicine, orthotists, dieticians and speech and language therapists, 
psychologists, continence services and pain relief services 

• Services provided jointly with specialists in rehabilitation medicine 
• Spasticity management services 
• Assessment for and monitoring of disease modifying therapies. 
 
4.7.2 Multidisciplinary Specialist Clinic for Complex or Intractable Epilepsy 
(covering a catchment population of more than one million)  
Includes:  
G40.0  Localization-related (focal)(partial) idiopathic epilepsy and epileptic syndromes 
with seizures of localized onset  
G40.1  Localization-related (focal)(partial) symptomatic epilepsy and epileptic 
syndromes with simple partial seizures  
G40.2  Localization-related (focal)(partial) symptomatic epilepsy and epileptic 
syndromes with complex partial seizures  
G40.3  Generalized idiopathic epilepsy and epileptic syndromes  
G40.4  Other generalized epilepsy and epileptic syndromes  
G40.5  Special epileptic syndromes  
G40.6  Grand mal seizures, unspecified (with or without petit mal)  
G40.7  Petit mal, unspecified, without grand mal seizures  
G40.8  Other epilepsy  
G40.9  Epilepsy, unspecified  
 
Specialised services for complex or intractable epilepsy: 
• Multiprofessional care including joint involvement of: epilepsy nurse specialists, 

clinical psychologists, dieticians, learning disability services 
• Presurgical assessment services 
• Clinics providing care for those with seizures resistant to treatment 
• Transitional care between paediatric and adult clinicians. 
 
4.7.3 Multidisciplinary Specialist Clinic for Movement Disorders (covering a 
catchment population of more than one million)  
Includes:  
G20     Parkinson's disease  
G21     Secondary parkinsonism  
G21.1  Other drug-induced secondary parkinsonism  
G21.2  Secondary parkinsonism due to other external agents  
G21.3  Postencephalitic parkinsonism  
G21.8  Other secondary parkinsonism  
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G21.9  Secondary parkinsonism, unspecified  
G22     Parkinsonism in diseases classified elsewhere  
G23.0  Hallervorden-Spatz disease  
G23.1  Progressive supranuclear ophthalmoplegia [Steele-Richardson-Olszewski]  
G23.2  Striatonigral degeneration  
G23.8  Other specified degenerative diseases of basal ganglia  
G23.9  Degenerative disease of basal ganglia, unspecified  
G24.0  Drug-induced dystonia  
G24.1  Idiopathic familial dystonia  
G24.2  Idiopathic nonfamilial dystonia  
G24.3  Spasmodic torticollis  
G24.4  Idiopathic orofacial dystonia  
G24.5  Blepharospasm  
G24.8  Other dystonia  
G24.9  Dystonia, unspecified  
G25     Other extrapyramidal and movement disorders  
G25.0  Essential tremor  
G25.1  Drug-induced tremor  
G25.2  Other specified forms of tremor  
G25.3  Myoclonus  
G25.4  Drug-induced chorea  
G25.5  Other chorea  
G25.6  Drug-induced tics and other tics of organic origin  
G25.8  Other specified extrapyramidal and movement disorders  
G25.9  Extrapyramidal and movement disorder, unspecified  
G26     Extrapyramidal and movement disorders in diseases classified elsewhere  
G90.3  Multi-system degeneration   
 
Specialised services for movement disorders: 
• Multiprofessional care including joint involvement of: Parkinson’s disease nurses, 

professions allied to medicine, dieticians and speech and language therapists, 
psychologists 

• Pre surgical assessment services 
• Services involving neurogenetics 
• Botox clinics 
• Transitional care between paediatric and adult clinicians. 
 
4.7.4 Multidisciplinary Specialist Clinic for Neuromuscular Disorders (including 
paediatric) (covering a catchment population of more than one million)  
Includes:   
G60.0   Hereditary motor and sensory neuropathy  
G60.1   Refsum's disease  
G60.2   Neuropathy in association with hereditary ataxia  
G60.3   Idiopathic progressive neuropathy  
G60.8   Other hereditary and idiopathic neuropathies  
G60.9   Hereditary and idiopathic neuropathy, unspecified  
G61   Inflammatory polyneuropathy  
G61.0   Guillain-Barré syndrome  
G61.1   Serum neuropathy  
G61.8   Other inflammatory polyneuropathies  
G61.9   Inflammatory polyneuropathy, unspecified  
G62   Other polyneuropathies  
G62.0   Drug-induced polyneuropathy  
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G62.1   Alcoholic polyneuropathy  
G62.2   Polyneuropathy due to other toxic agents  
G62.8   Other specified polyneuropathies  
G62.9   Polyneuropathy, unspecified  
G63  Polyneuropathy in diseases classified elsewhere  
G63.0   Polyneuropathy in infectious and parasitic diseases classified elsewhere  
G63.1  Polyneuropathy in neoplastic disease (C00-D48+ )  
G63.2   Diabetic polyneuropathy (E10-E14+ with common fourth character .4)  
G63.3   Polyneuropathy in other endocrine and metabolic diseases (E00-E07+ , E15-
E16+ , E20-E34+ , E70-E89+ )  
G63.4   Polyneuropathy in nutritional deficiency (E40-E64+ )  
G63.5  Polyneuropathy in systemic connective tissue disorders (M30-M35+ )  
G63.6 Polyneuropathy in other musculoskeletal disorders (M00-M25+ , M40-M96+ )  
G63.8   Polyneuropathy in other diseases classified elsewhere  
G64   Other disorders of peripheral nervous system  
G70.0   Myasthenia gravis  
G70.1   Toxic myoneural disorders  
G70.2   Congenital and developmental myasthenia  
G70.8   Other specified myoneural disorders  
G70.9   Myoneural disorder, unspecified  
G71.0   Muscular dystrophy  
G71.1   Myotonic disorders  
G71.2   Congenital myopathies  
G71.3   Mitochondrial myopathy, not elsewhere classified  
G71.8   Other primary disorders of muscles  
G71.9   Primary disorder of muscle, unspecified  
G72   Other myopathies  including dermatopolymyositis (M33- ) myositis (M60- ) and 
polymyositis (M33.2)  
G72.0   Drug-induced myopathy  
G72.1   Alcoholic myopathy  
G72.2   Myopathy due to other toxic agents  
G72.3   Periodic paralysis  
G72.4   Inflammatory myopathy, not elsewhere classified  
G72.8   Other specified myopathies  
G72.9   Myopathy, unspecified  
G73.0   Myasthenic syndromes in endocrine diseases  
G73.1   Eaton-Lambert syndrome (C80+ )  
G73.2   Other myasthenic syndromes in neoplastic disease (C00-D48+ )  
G73.3   Myasthenic syndromes in other diseases classified elsewhere  
G73.4   Myopathy in infectious and parasitic diseases classified elsewhere  
G73.5   Myopathy in endocrine diseases  
G73.6   Myopathy in metabolic diseases  
G73.7   Myopathy in other diseases classified elsewhere  
 
Specialised services for neuromuscular disorders: 
• Multiprofessional care including joint involvement of: neuromuscular specialist 

nurses, professions allied to medicine, dieticians, orthotists, speech and language 
therapists, psychologists,  respiratory care services, orthopaedic or spinal surgical 
specialist services, cardiac specialist services 

• Transitional care between paediatric and adult clinicians 
• Joint neurogenetics services.  
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4.7.5 Multidisciplinary Specialist Clinic for Stroke (including paediatric) (covering 
a catchment population of more than one million)   
Includes: 
G45.0   Vertebro-basilar artery syndrome  
G45.1   Carotid artery syndrome (hemispheric)  
G45.2   Multiple and bilateral precerebral artery syndromes  
G45.3   Amaurosis fugax  
 
Specialist services for stroke: 
Activity that includes the investigation of patients with stroke of non athero-embolic 
origin (carotid dissection, stroke of cardiac origin, stroke due to coagulation disorders), 
patients with genetically determined stroke, AVM and cerebral vasculitis. Specialised 
services are: 
• Vascular clinics dedicated to the investigation of the above conditions. 
• Transcranial Doppler examinations 
• Joint services with cardiology including Trans-oesophageal echocardiography 

(TOE).  
 

4.7.6 Multidisciplinary Specialist Clinic for Motor Neurone Disease (mainly adult) 
(covering a catchment population of more than one million)  
All outpatient activity within neurology should be included for this group of patients. 
 
4.7.7 Multidisciplinary Specialist Clinic for Neurogenetics (covering a catchment 
population of more than one million)  
Neurogenetic services are provided through a partnership between neurology centres and 
specialist genetic centres.  Clinical counselling and predictive genetic testing for 
neurological disorders that have a genetic or familial association are included in this 
definition where this activity takes place within neurosciences services. New genetic 
tests are costly and may need to be unbundled from existing tariffs.  
 
4.7.8 Multidisciplinary Specialist Clinic for Neuro-Oncology (covering a catchment 
population of more than one million)   
Includes patients with primary and secondary brain tumour and those with the remote 
effects of cancer on the nervous system.  
 
Specialised services for neuro-oncology:  
• Multiprofessional care including joint involvement of: oncology specialist nurses, 

professions allied to medicine, dieticians, clinical psychology, speech and language 
therapists 

• Joint oncology clinics including those for low grade and high grade glioma patients 
• Services for patients with the remote effects of cancer 
• Joint palliative care clinics.  
 
4.7.9 Multidisciplinary Specialist Clinic for Cognitive Disorders (covering a 
catchment population of more than one million)  
Includes patients presenting with memory and other disorders of cognition, e.g. 
Alzheimers disease, non Alzheimer dementias (Fronto temporal dementia), Creutzfeldt 
Jacob Disease, dementias of vascular and metabolic origin. 
 
Specialised services for cognitive disorders: 
• Diagnostic services for younger patients (under 65 years) 
• Joint therapy services with mental health services teams 
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• Joint working with neuropsychology services. 
 
4.7.10 Multidisciplinary Specialist Clinic for Medical Ophthalmology (covering a 
catchment population of more than one million)   
Includes disorders of eye movement and visual failure of neurological origin. 
 
Specialised services for medical ophthalmology:  
• Joint working with medical or neuro-ophthalmology services.    
 
NOTE: This will link with the new Definition No. 37, Specialised Ophthalmology 
Services Definition (to be developed).  
 
4.7.11 Multidisciplinary Specialist Clinic for Neuro-otology (covering a catchment 
population of more than one million) 
Where activity takes place within neurosciences services it will be a specialised service.  
 
Specialised services for neuro-otology: 
• Joint working with audio-vestibular medicine services.   
 
4.7.12 Multidisciplinary Specialist Clinic for Sleep Disorders (covering a catchment 
population of more than one million)  
Includes: 
G47.0  Disorders of initiating and maintaining sleep [insomnias]  
G47.1  Disorders of excessive somnolence [hypersomnias]  
G47.2  Disorders of the sleep-wake schedule  
G47.3  Sleep apnoea excludes pickwickian syndrome (E66.2)  
G47.4  Narcolepsy and cataplexy  
G47.8  Other sleep disorders including Kleine-Levin syndrome  
G47.9  Sleep disorder, unspecified  
 
4.7.13 Multidisciplinary Specialist Clinic for Neurologically Unexplained 
Symptoms (covering a catchment population of more than one million)  
Includes patients with non epileptic attack disorder and other medically unexplained 
neurological symptoms and signs.  
 
Specialised services for neurologically unexplained symptoms: 
• Assessment services 
• Cognitive behavioural therapy and counselling services. 
 
4.7.14 Other Neurological Conditions 
There are a significant number of other rare neurological conditions that may fall outside 
the groups listed in paragraphs 4.6.1 to 4.6.13 above. Whilst services for these rare 
neurological conditions are delivered to planning populations of more than a million 
people and in less than 50 centres in England, unless they require multidisciplinary input 
this activity should not be considered specialised for commissioning purposes. 
  
4.8 Neurology Inpatient Activity 
Inpatient neurological activity will include the relevant diagnosis codes and OPCS 
interventions codes as appropriate. 
 
Neurologists give an increasing amount advice to other clinicians for inpatients without 
care being transferred to the neurologist, but unless this advice requires 
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multidisciplinary input as set out above this activity should not be considered specialised 
for commissioning purposes. 
 
4.9 Inpatient Stroke Care  
Routine care for people with ischaemic stroke falls out-with the definition. However the 
following conditions or procedures should be considered specialised when inpatient 
services are provided for populations greater than one million people or in less than 50 
centres in England: 
 
• People with cerebral venous sinus thrombosis; 
• People with stroke of non atheroembolic origin;  
• Treatment using intra or extra cranial stents or complex intracranial radiological 

therapeutic services; and 
• People with intracranial haemorrhage including subarachnoid haemorrhage.    
 
5. Identifying and Costing Activity  
 
Existing Currencies: 
 
1. Neuro ICU bed days 
2. Inpatients and Daycases 
3. Outpatient attendances single specialty 
4 Multidisciplinary out patient attendances 
5 Speciality Code 314 Rehabilitation activity 
6 HRG v4  

 
Existing Classification Systems: 

• ICD codes  
• OPCS intervention codes listed in the Appendix. 

 
Outstanding Issues regarding Currencies and Classification Systems: 

• Outpatient prescribing within mandatory shared care protocols; 
• Unbundling of specialist drugs e.g. Beta-Interferon, Apomorphine, Botulinum 

toxin; and 
• Neuro ICU costs and costs of a neurosciences patient on general ICU.  

 
Costing Activity:  
Activity is in scope of Payment by Results and has national tariffs: 

• All general, non specialised neurology and neurosurgery outpatient activity; and 
• All inpatient neuroscience activity.  

 
Activity is not currently within scope of Payment by Results and thus requires a locally 
negotiated tariff: 

• Services provided by professions allied to medicine;  
• Telephone follow up; and 
• Multidisciplinary clinics.  
 

Activity is identified as an exclusion from Payment by Results and therefore requires a 
locally negotiated tariff: 

• High cost drugs and implants. 
 

6. National Standards, Guidelines and Protocols 
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The following publications are available from www.dh.gov.uk : 
 
• Department of Health (2005) ‘Long-term (Neurological) Conditions National 

Service Framework  
 
• Department of Health (2007) ‘National Strategy for Stroke’  
 
The following publications are available from www.nice.org.uk :   
 
• NICE (2003) ‘Management of multiple sclerosis in primary and secondary care’ 

Clinical guideline CG8 (Expected review in November 2009) 
 
• NICE (expected in November 2008) ‘Metastatic spinal cord compression’  
 
• NICE (2006) ‘Parkinson's disease: diagnosis and management in primary and 

secondary care’ Clinical guideline CG35 (expected review in June 2010)  

• NICE (2004) ‘The epilepsies: the diagnosis and management of the epilepsies in 
adults and children in primary and secondary care’ Clinical guideline CG20 
(Expected review in October 2008)  

• NICE (2007) ‘Triage, assessment, investigation and early management of head 
injury in infants, children and adults’ Clinical guideline CG56  

 
• NICE (2006) ‘Service guidance for improving outcomes for people with brain and 

other central nervous system tumours’ Cancer service guidance  
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Appendix  
The spreadsheet accompanying this definition includes one worksheet:  
 

• Neuro OPCS - OPCS for neurosurgery procedures 
 
Comment – we invite comments on the verification process completed on the OPCS 
codes, particularly whether those codes (highlighted in red) carried out at more than 55 
organisations should remain as specialised? Background on the verification process in 
the box below.    
 
Introduction to crude Definition verification spreadsheets  
The codes provided for each definition to date have been run on HES0607 (full year) data by the DH 
Payment by Results Team. Each definition has 1 workbook and 6 worksheets; 3 for ICD codes and 3 
for OPCS. Of these three sheets: 
      1 provides a comparison against the existing code lists  
      1 counts the codes against organisation in the primary position 
      1 being a count of codes against organisation in any position 
 
The main comparison sheets have 6 numbered columns: 
      The definition set code 
      Total sum of the number of times the code appears in the primary position 
      Total number of organisations with the code in a primary position 
      Total sum of the number of times the code appears in any position 
      Total number of organisations with the code in any position 
      A repeat of the definition set code (with category and sub-category information) 
 
Where a definition set of codes only has only type of code (e.g. Neurosciences has only OPCS codes), 
then all the above worksheets will still be present but blank if there are no relevant codes. 
 
Data quality limitations 

• The data are only as good as hospital recording and submission mechanisms.  
 

• The HES data are based on those codes submitted. There may be under-reporting of 
diagnosis/procedure activity and there is an inevitable lag time between the submission and 
publishing of the HES data.   

 
• The take-up of OPCS4.3 was quite slow through 06/07 which may contribute to further under-

reporting of diagnosis/procedure activity.  
 

• ‘Zeros’ and very high numbers in the data should be viewed with caution.  
      
Crude verification of specialised services 
Based on the statutory definition of specialised services as those services with a planning population of 
more than 1 million, procedures may become less specialised if carried out in more than 50 
organisations. Therefore (given the limitations of the data quality summarised above) where the total 
number of organisations with the code in any position is greater than 55 (assuming a 10% error) the 
procedure would fall into the maybe specialised/not specialised category and has been highlighted in 
red. Clinicians are being asked to justify why those codes carried out at more than 55 organisations 
should remain as specialised services?    
 
(note - for each OPCS and ICD code sub-categories ‘other specified’ and ‘unspecified’ have not been 
highlighted where there are greater than 55 organisations carrying out this procedure.)   
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What’s the Big Idea? 
 
 
 
 
 

Co-production 
 
 
 
 
 

‘Professionals… need their clients’ help if they are going to succeed. Not 
just their clients, either, but their clients’ families and neighbours too. These 
are vital wasted assets which professionals need if they are going to make 
permanent change happen. They are hidden resources, not drains on the 
system.’—Stephens et al 2008 

 



 

 
 

Co-production comes out of the idea that businesses and organisations 
need more than one ‘bottom line’—more than one way of measuring 
their success. Traditionally a company’s performance is measured by 
financial indicators alone. For some time now, a few people have been 
pointing out that this is a fairly poor way of running things. The movement 
of money does have an impact on people’s wellbeing, but it isn’t the 
only factor. Other things include:  

 
- social networks 
- mental and physical health 
- purposeful occupation and 
- self-esteem 

 
 

Co-production means recognising and capitalising on people’s ability 
to do useful things for each other and themselves—abilities that are 
often missed by professionals and professional organisations (like the 
NHS or the Police). Co-production is a particularly good way of meeting 
some of the unmet needs of with people who have long-term disablement 
or mental illness—the kind of problems that typically make the 



 

‘community’ (work, the pub) inaccessible to them. People in this situation are often 
isolated and unvalued. Co-production creates a way for them to be involved with and 
valued by the community again. 
 

The principles of Co-production are also closely aligned with current Department of Health 
policy. 
 

The Commissioning Framework For Health and Well-being (2007): ‘Commissioning 
for health and well-being means involving the local community to provide services that 
meet their needs, beyond just treating them when they are ill, but also keeping them 
healthy and independent… we need to look further than just physical health problems, to 
promote well-being, which includes social care, work, housing and all the other elements 
that build a sustainable community.’ 
 
The National Institute for Mental Health in England (NIMHE), guidance document 
on Recovery (2005): health care should ‘focus on people rather than services… 
emphasise strengths rather than deficits or dysfunction; educate people who provide 
services, schools, employers, the media and the public to combat stigma; foster 
collaboration between those who need support and those who support them as an 
alternative to coercion; through enabling and supporting self-management, promote 
autonomy and, as a result, decrease the need for people to rely on formal service and 
professional supports’. 
 



 

National Social Inclusion Programme (also part of NIMHE), Connect and Include 
(2008): ‘…people who are often excluded can be included as both participant and 
leader… there are commissioners, practitioners and local people who know, from their 
own experience, how a community development approach can contribute to individual 
recovery and community well-being. Many have a vision that it can succeed on a broader 
scale, by helping to create the healthy, empowered and cohesive communities that 
government and local people want.’ 

 
At Headway East London, we a re trying to use Co-production as our model for service 
development and delivery. 
 

This means: 
 

1) Helping people take responsibility for developing and managing their own 
programmes and activities at the centre 

2) Encouraging people to do what they’re good at and what motivates them 
3) Including people in decision-making—those with brain injuries and those 

without, people who get paid to work at the centre and people who don’t; 
having conversations before decisions are made 

4) Recognising that people who have brain injuries are experts, that they 
have the ability to teach and help others—both professionals and people who 
have been through similar experiences 



 

5) Involving people with disabilities in delivering the crucial work of the centre: 
assessments, mentoring and advice, reviews, public relations, lobbying, 
fundraising, therapies, teaching and training, administration, recruitment 

6) Expecting people to take responsibility for the centre and its up-keep 
7) Letting people share ownership of the centre 
8) Saying thank you when a person does something helpful; acknowledging 

the contribution of each person to the community 
 
 
 
 

Co-production isn’t just about people with disabilities. Headway East London 
isn’t just about people with brain injuries. The point is to break down the 
barriers that exist between groups of people: 
 

between ‘patients’ and ‘doctors’ 
between ‘professionals’ and ‘clients’ 
between ‘the disabled’ and ‘the able’ 

 
These categories bring with them the problem of fixing people in particular 
roles of just giving (professionals) or just receiving (clients). We end up 
ignoring the benefits that professionals get out of doing their jobs (challenge, 



 

achievement, self esteem, money, praise, respect) and destroying the 
client’s opportunity to be a person with reciprocal value (to have those 
same things the professionals get from their work). 
 
 
 
 
Co-production gives us the way to correct this—to clarify our moral 
position, and do better for everyone involved. 

 
 
 
 
 
 
 
 
‘Vulnerability is antithetical to the ethos of individualism that pervades and dominates the 
morality of Western societies. The individualistic idea is to make one’s way in the world, to 
make one’s m ark on the world through one’s accomplishments, and to be rewarded for those 
accomplishments by happiness.’—Hoffmaster 2006 
 



 

‘[Proper] rehabilitation sustains the individual’s identity as a moral subject, a being worthy of 
respect and regard… a member of a fabric of moral relationships and community.’—Jennings 
2006 

 
 
 
 
 
 
 
 
 
 

Service Audit 
2008 



 

 
RESULTS 

 
Data collected at Headway East London during late 2007, early 2008 

by Ben Graham 
 
 

Participants 
 
Number = 63 
Age= 21—70 yrs (Mean=46; Standard 
Deviation=10.3) 
Time since injury =  1—48 yrs (Mean= 11 
years, Standard Deviation=8.9) 

68% Traumatic Brain Injury (Glasgow Coma 
Scale = 3—15, Mean=7.8; Standard 
Deviation=3.8) 
18% Cerebral Vascular Accident 
 
 
The Most Important Thing 



 

 
Members were asked to tick ONE box 
corresponding to what they felt was the most 
important thing they were offered by 
Headway East London. The options given 
were generated from conversations and 
feedback from the people who use the service, 
and from clinical literature: 
 
 

1. The feeling of being accepted as I am 
2. Improved self esteem/confidence 
3. Therapy to help me get better 
4. Help with making friends 
5. The chance to offer my help to others 

who need it 
6. The chance to do something else worth 

while (please give details) 
7. Understanding of the effects of brain 

injury on myself and others 
8. Help for my family or carers 
9. Something else 

 
 
The responses can be seen in the pie chart 
below. 
 
 
29% of respondents ticked the box next to 
‘The feeling of being accepted as I am’.  
 
A further 20% ticked ‘Understanding of the 
effects of brain injury on myself and 
others.’  
 
This accounts for nearly half the total 
respondents. Only 2% ticked the box for 
‘Something else,’ suggesting that the list 
offered was fairly complete (there weren’t too 
many important areas missing). 
 
The written explanations for what the 
‘something else’ was can be seen in the table 
at the bottom of this document—most can in 



 

fact be interpreted as being covered by one or 
other category of the main list.  
 
We were surprised at the clarity of the results 
here. The responses show very strongly that  
 
people at Headway are most concerned 
about feeling accepted and about 
understanding the effects of brain injury. 
Overall they report being less concerned about 
therapeutic interventions or narrower 
psychological items such as self-esteem.  
 
The question of how people understood the 
item ‘feeling accepted as I am’ and why so 
many chose this as being most important is 
open to further research. It could be that there 
are many components to the feeling of 
acceptance (including some or all of the other 
items in the list). But the result does suggest 
the importance of other people: feeling 

accepted requires other people to do the 
accepting. 
 
The fact that 8% of people chose offering help 
to others as the most important element of the 
service (remember, this was a forced choice 
question), is thought to be of some 
significance. This is an area that Headway 
East London believes is important and is 
actively working on (see the Co-production 
poster nearby). 
 
 

 
 
 
The bar chart below shows the effect of time 
since injury on the ratings of Most Important 
Thing. 
 
The chart shows the items in order of 
importance and divided up by time-since-injury 



 

grouping (0-5 years, 5-10 years, more than 10 
years). It is clear from this chart that the 
importance of feeling accepted and 
understanding the effects are at their peak 
during the early years after injury, and that they 
tail off somewhat as time goes on. 
 
This is particularly pronounced in the case of 
feeling accepted, where nearly half of the 
respondents in the 0-5 year category chose 
this item, while only one fifth (20%) of those in 
the >10 year category chose it. 
 
 

- - - - - Making Friends 
The other interesting result here is the 
importance of help with making friends, 
which seems to increase with time since injury 
– five people rated this as most important to 
them in the >10 year group, while only one 
from each of the other groups did so. 
 

More analysis is yet to be done on this and 
other factors involved in people’s choices of 
Most Important Thing. 
 
 

 
Success of Service in ‘Most 
Important’ Areas 
 
Attenders were asked to circle the most 
appropriate of five phrases in response to the 
different areas of the service described above. 
For example:  
 
‘How well does the service… help you make 
friends?’ 
 
Very Poorly Neither poorly Well Extremely 
poorly   nor well   Well 
 
 
The ratings given are in the bar chart below. 



 

 
Across all questions, the most common 
response was that the service helped 
attenders ‘Well’ (4/5). The numbers (out of the 
total 63) for this rating are above the columns 
(pale blue). In 6 out of the 8 areas, over 80% of 
respondents rated HEL as doing ‘WELL’ or 
‘EXTREMELY WELL’. 
 
The areas in which the ratings were lower were 
‘Supports me in offering my help to others’ 
where 75% of respondents answered ‘WELL’ 
or ‘EXTREMEMLY WELL’ and ‘Helps my 
family or carers’, where 62% gave these 
ratings. 
 
In the case of helping family or carers, we are 
aware that not all attenders have, or live with, 
family or carers, and that not all of them require 
help, which might explain this slightly lower 
rating. On the question of supporting people in 
offering help to others, this is an area we are 

already consciously aiming to improve as part 
of our Co-production plans. 
 
 

 
 
Impact of Service 
 
As a way of verifying the above ratings, in the 
next section, attenders were asked about a 
range of concerns since time of injury:  
 

- Happiness 
- Health 
- Mobility 
- Confidence 
- Feeling of usefulness 
- Number of friends 
- Control over life 
- Control over behaviour 
- Meaningfulness of life 
- Ability to cope with mood 



 

- Ability to cope with money/housing/legal 
matters 

 
They were asked to rate the impact of the 
service on these areas as either: 
 
 
 
Having a beneficial effect (MORE), 
Having a detrimental effect (LESS) 
Having a maintaining effect (ABOUT THE 
SAME) 
 
Or: Having no effect (NO EFFECT) 
 
For example: 
 
‘Since I started attending HEL, the service has 
generally…’ 
 
Made me Made me Kept my  Had no effect 
happier  less happy happiness  on my 
    about the same happiness 

 
 
The chart below shows the ratings for the first 
5 of the areas listed. 
 
 
 

71% of respondents said the service had 
made them happier 
 
49% said the service had made them healthier 
49% said it had made them more mobile 
63% said it had made them more confident 
65% said it had made them feel more useful 
 
The figures for health and mobility are again 
likely to be affected by the fact that not all 
attenders are in need of assistance in these 
areas (also reflected by the high proportion 
(21%) who responded that the service had not 
effected their mobility). 
 



 

In no case did any respondents reply that 
the service had had a detrimental effect on 
them. 
 

Only 4 people (6%) said that the service had 
had no effect on their happiness. 
 
The remaining areas are shown in the graph 
below. Under the question of number of 
friends, 4 people replied that the service had 
made them have LESS. In conversation with 
one person, he explained that this was in fact a 
good thing since his friends outside the centre 
were responsible for encouraging him to use 
drugs. By only associating with people inside 
the centre, he had less friends but better 
ones. Another person said they had circled this 
answer because they had had ‘trouble with one 
particular person’ and that ‘in general it was 
fine’. Two people have not yet been asked 
about their answers to this question, but at 
least one of them was noted to have found the 

questionnaire very difficult. This was the same 
as the one person who had answered LESS on 
the question about control over their life (the 
second set of columns in the graph). It is 
suggested that this person may have circled 
these answers unintentionally or in 
misunderstanding the question (this person is 
known to have speech and language 
problems). 
 
 

 
 
 
Impact of Service Overall 
 
Adding together the ratings across all the 
areas, the following figures are produced: 
 



 

 
 
 
 
 
 
 
 

 
 
The first of the pie charts below shows the 
percentages. 
 
Over all 55% of respondents said the 
service had had a beneficial effect on them 
across the various areas, while a further 31% 
said it had kept them the same or maintained 
them at their present level. 
 
Attenders were also asked directly to rate the 
service overall in terms of whether it had made 
their lives better, worse, kept it the same or 

had no effect. As can be seen in the second 
pie chart: 
 
81% said that it had made their lives better. 
None said it had made their lives worse.  
 
 

 
 
Finally, attenders were asked to give the 
service an overall rating out of 5, the scale 
rainging from 1 (very poor) to 5 (excellent). 
 
52% said the service was ‘GOOD’ (4/5) 
 
45% said it was ‘EXCELLENT’ (5/5) 
 
3% said it was ‘NEITHER GOOD NOR POOR’ 
(3/5) 
 
No respondents said the service was either 
‘POOR’ or ‘VERY POOR’ 

MORE 381 55% 
LESS 5 1% 
SAME 214 31% 
NO 
EFFECT 

92 13% 

TOTAL 692  



 

 
 

 
 
 
 
 
Further Research 
 
It will be useful in future to further examine the 
question of what is most important to people 
after brain injury. We hope to establish more 
clearly the different priorities and how they 
relate to each other and to other factors in 
people’s lives (age, sex, time since injury, 
employment status before injury, amount of 
support available). 
 
In subsequent audits, we hope to continue 
looking at how well people rate the service in 

terms of supporting them to take on valuable 
roles. We hope that, as Co-production is 
embedded more into the service and 
opportunities grow for people to take part in 
service production, they will begin to rate this 
as increasingly important and well managed. 
 
At the time of writing, data is also being 
collected from the volunteers.
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Impact of Service 1 BAR CHART
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Multiple Sclerosis  
and   

Psychological Impacts 
 
 
 

a survey conducted in 
 
 
 

Berkshire West 
 

the area covered by the Unitary Authorities of  
Reading, West Berkshire and Wokingham District Councils 

and Berkshire West Primary Care Trust 
 
 

conducted by: 
 
 
 

Berkshire West  
MS Services Review Group 

 
 
 

June 2007 
 

Participants in the study: 
 
Berkshire MS Therapy Centre 
Berkshire West MS Specialist Nursing Team 
MS Society of Great Britain and Northern Ireland 
Newbury & District MS Society 
Reading, Wokingham & Districts MS Society 
West Berkshire Community Care: MS Specialist Occupational Therapist 
People affected by MS in Berkshire West 
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1. Recommendations. 
 
1.1. The psychological impact of MS on those with the condition is significant. A 
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range of appropriate and effective psychological support services that includes a 
focus on MS needs to be developed locally. 
 
1.2. A team should be established to define and specify a sound business case and 
service specification for such services, for presentation to service commissioners as 
soon as practicable. 
 
1.3. Planning and developing local psychological support services for people with MS 
should take account of:  
 the local, elevated prevalence of MS,  
 the variable nature of MS including the effects of MS fatigue,  

the individual needs of each person with MS, 
the potential benefits of physical therapy on psychological state,  

 the full range of new and conventional psychological support service options,  
 the overall costs and benefits.  
 
1.4. A review should be made by a qualified expert into the current pharmacy 
prescribing practices of clinicians towards those of their patients with MS who have 
been seen traditionally as in need of medication for mood, anxiety, depression, 
sleeplessness, fatigue or similar conditions. Advice is required on interim prescribing 
practices until non-pharmacy alternatives become available. 
 
1.5. Even though such services may not be readily available, the need for relevant 
alternatives to the prescription of medication for mood, anxiety, depression, 
sleeplessness, fatigue or similar should be identified, recorded and encouraged by 
clinicians as appropriate. 
 
1.6. The statutory sector and voluntary sector should work closely together to 
optimise and maximise the impact of their activities in support of the above.     
 
1.7. People with MS with a potential to return to work should be identified separately. 
Face-to-face counselling should be available to them as a priority. 
 
1.8. A survey into the psychological support needs of local people who look after 
people with MS voluntarily (friends and family carers) should be considered.   
 
1.9. Local people with MS should be made aware of the general findings of this 
report and encouraged to make their own efforts towards improving their own 
psychological outlook where this may be relevant. 
 
1.10. Others should be encouraged to consider whether or not similar surveys into the 
needs of other patient groups with other neurological conditions may be appropriate.  
 
1.11. The audit system, locally and nationally, should be reviewed, rebalanced and 
improved such that psychological support services become subject to regular audit 
and that service providers are under ongoing incentive to drive continuous 
improvements. 
2. Summary of main findings. 
 
2.1. Respondents often experience significant psychological impact for a significant 
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amount of the time, particularly as regards anxiety, self-confidence and low self-
esteem. 
 
2.2. Respondents report fatigue indicators typically 2-3 times more often than they 
report depressive indicators. Overall only 6% of respondents might be said to feel 
‘good all round’ for ‘a good bit of the time’. 
 
2.3. 47% of respondents report taking medication currently for mood, anxiety, 
depression, sleeplessness, fatigue or similar. 

 

 
2.4. 63% of respondents who take them report that medications used for the above 
purposes work only moderately well and a further 11% report them working not very 
well or not at all. 
 
2.5.30% of those on such psycho-active medications believe that other alternatives 
would help them with 51% unsure and only 19% indicating ‘no’.  
 
2.6. 64% of all the respondents, whether or not on psych-active medications, identify 
psychological support and/or physical therapy as services that they think might help 
the way they feel, with psychological support services mentioned by nearly twice as 
many as those who mentioned physical therapy. 
 
2.7. 9% of respondents on psycho-active medications report that alternatives to these 
medications have been offered. In half these cases the alternative offered was only 
another medication. 
 
2.8. The 64% of respondents referred to in paragraph 2.6 identify a range of reasons 
why they think they need such help, headed by ‘managing their MS’68%, ‘improving 
self confidence’ 43%, ‘improving self esteem’ 41%, and ‘managing other things in 
their life’ 40%. 
 
2.9. 4% of respondents wish to return to work. They report similar needs to each other 
and in particular they identify a common need for face-to-face counselling. 
 
 
 
 
 
 
 
 
 
 
 
 
 
3.Background. 
 
The West of Berkshire MS Services Review Group published recommendations1 in 
October 2004 in response to the National Institute for Clinical Excellence Clinical 
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Guidelines No. 8 on the Management of Multiple Sclerosis (MS) in Primary and 
Secondary Care

2
.  

 
The recommendations of the local review included: ‘There is a need for a full service 
review and more resources allocated to ensure timely access for local people with MS 
to Clinical Psychology services’. 
 
The review group subsequently considered service developments in the UK and 
elsewhere and identified the need to collect local data to help determine the nature 
and extent to which people with MS incur psychological impacts and may require 
service(s). This led to development of this survey. 
 
The prevalence of MS in the area, now known as Berkshire West, was quantified and 
reported to be at 50-90% greater than the figures given by the National Institute for 
Clinical Excellence (NICE), being 1.8-1.9/1000

3
. This elevated prevalence is 

significant as regards the amount of care services required by the local MS 
community. 
 
4. How the survey was conducted. 
 
A survey questionnaire was developed by the local MS professional team in 
consultation with the local MS voluntary sector and people with MS and is appended. 
(Appendix 3) 
 
The survey form was posted to all members, ‘believed to have MS’, of three 
Berkshire West-based voluntary organisations: Newbury & District MS Society; 
Reading, Wokingham & Districts MS Society; and the MS Society of Great Britain & 
Northern Ireland’s ‘national’ members. A restriction was placed, as far as practicable, 
to limit the survey to members resident in the area of Berkshire West. Forms were 
sent with accompanying compliment slips from the respective charities, in the 
knowledge that some recipients might receive a form from more than one source. A 
stamped addressed envelope was included to facilitate the response rate. The survey 
was not sent out by any of the participating statutory organisations to avoid the long 
process of Health Ethics Committee approval.  
 
Completed forms were returned to the MS Services Review Group Chairman. The 
data was transferred to a database to assist analysis. No personal identifier data was 
requested or recorded. 
 
The data was cross checked for the possibility of individuals returning duplicate 
forms by examining the data recorded in answers to Section B. Each return showed a 
unique pattern of answers and duplicate/replicate returns would seem unlikely.  
 
 
 
 
5. Validity of data  
 
Of 380 forms sent out, 199 were returned, a response rate of 52%, although some 
were excluded subsequently, see below. The surveyed group comprised only people 
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with MS in voluntary membership of an MS voluntary sector organisation.  
 
A guideline (not validated) is that people with MS typically join the MS Society some 
5 years after diagnosis. It is therefore likely that the surveyed group contained a 
disproportionately low number of respondents recently diagnosed with MS. Therefore 
there is an increased likelihood that respondents are more likely to have higher levels 
of MS disabilities than the norm for all people with MS.  
 
MS is a condition where cognitive impairment can arise. In some instances cognitive 
impairment can be substantial and this factor may have reduced both the number and 
the precision of responses from those having more advanced disability.  
 
Some forms in this survey were completed by third parties, which might introduce 
third party interpretations into some of the responses.   
 
Even though the survey was anonymous it may be that some respondents were 
unwilling to submit answers, as the returnee is known to some of them. Others may 
have only returned their forms for the opposite reason.  
 
Respondents were asked to confirm they had MS. However some clinicians report 
that the diagnosis of MS may be only about 85% accurate and in addition a small, 
unknown percentage of individuals self diagnose.  
 
7 respondents mentioned things such as they are ‘now elderly’ or ‘retired’, or ‘it is too 
late now’ or the forms were completed by Power of Attorney or carers some of whom 
wrote they had difficulty in making what they regarded as accurate responses due to 
the state of health of the person on whose behalf they were responding. 
 
In summary, the responses, and this analysis of them, relate to the needs of members 
of the local MS voluntary sector who believe they have MS, who are able and 
interested to return surveys and subject to all the above provisos. Accordingly the 
priorities indicated in this report may not coincide fully with actual priorities of all 
local people with MS or be proportionate to the relative amounts of services required. 
Commissioners should have these factors in mind as services are developed.  
 
Nonetheless the responses are useful in pointing to those actions that could and in 
some cases should be taken to tackle the important issues identified. 
 
 
 
 
 
 
 
 
6. Analysis of data. 
 
14 returned forms were excluded from the analysis either because they arrived too 
late, respondents had indicated they did not have MS or because of significant or 
irreconcilable discrepancies in the answers given. 185 responses were therefore 
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included in the analysis. 
 
 
6.1. Section B. ‘How you feel’. 
 
This section asked nine questions relating to ‘Regarding how you feel’, asking 
respondents to circle the option that applied to them during the last four weeks. The 
number of answers to each question are summarised in Appendix 1. 
 
A correlation analysis was carried out on the answers given in Section B, to identify 
respondents giving inconsistent answers, to consider whether any individual return 
should be disqualified from the data analysis. Ten were excluded by this scrutiny.    
 
To the nine questions in the main section of Table 1, Appendix 1 the 185 respondents 
provided 1604 answers out of a possible 1665, a response rate of 96%. 
 
Summarising the answers from Table1 for sub-sections 6.1.1. - 6.1.3. involved a 
crude and arbitrary averaging of statements. Responses to the nine questions in this 
section lead to a provisional conclusion that only about 6% of respondents are likely 
to be unaffected by emotional problems or fatigue for ‘a good bit of the time or 
more’. ‘Fatigue’, ‘anxiety’ and ‘not feeling good about themselves’ are the principle 
factors, whereas feelings of being ‘low’, ‘uncheerable’ and ‘tearfulness’ rank less 
often. 
 
6.1.1. Overall feelings. 
 
168 of the 185 respondents answered all nine questions in Section B (91%). Of these 
157 (93%) fitted the arbitrary profile ‘negatively affected by one or more feelings at 
least some of the time or more often’ during the last four weeks.   
 
The remaining, ‘fortunate group’ of 11 respondents not falling into this group 
nonetheless made 18 indications between them of therapies that they thought would 
help them and gave reasons as to why in their answers elsewhere.     
 
6.1.2. Fatigue indicators. 
 
Considering fatigue separately and therefore only the responses to the four questions 
on ‘full of life’, ‘energy’, ‘worn out’ and ‘tired’, only 15 respondents (8%) indicated 
freedom from fatigue a ‘good bit of the time’. Nonetheless, between them these 15 
selected 34 options they thought would help them, giving collectively 27 reasons. 
  
Still with fatigue, the combined responses given in columns 5 and 6 to questions 1 
and 5 and columns 1 and 2 to questions 7 and 9 attracted 301 ‘low-score’ responses 
altogether, an average of 75 low-score responses per question. This is approximately 
two and a half times the equivalent figure the respondents reported for 
depressive/anxiety indicators (see section 6.1.3.).  
 
The fatigue data is consistent with MS being characterised as a condition where 
fatigue is a well-recognised, commonly arising or integral symptom.   
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6.1.3. Depressive/anxiety indicators. 
 
Considering the responses to the five questions on ‘anxious’. ‘low’, ‘calm and 
peaceful’, ‘low and tearful’ and ‘good about yourself’, which direct more towards the 
foundations of depression/anxiety the equivalent low-score total to that computed for 
fatigue is 149, an average of 30 per question. Taken with the preceding paragraph 
fatigue computes as being some 2.5 times more present than depressive/anxiety 
indicators as to the amount of time it affects the respondents.  
 
The most frequently identified depressive responses related to respondents not feeling 
good about themselves. 64 of 179 respondents (36%) felt good about themselves only 
a little bit of the time or none of the time. Only 20% felt good about themselves most 
of the time or more. 
 
37 of 179 who responded (21%) felt ‘overly anxious’ a good bit of the time’ or more. 
29% reported being ‘calm and peaceful’ only a little bit of the time or none of the 
time.   
 
Whereas there were 15 respondents mentioned in section 6.1.2. reporting being free 
from fatigue a good bit of the time or more, 36 individuals met the equivalent degree 
of freedom as regards anxiety indicators, confirming the pattern that fatigue indicators 
are reported as evident more than twice as often as depressive indicators 
 
Without baseline comparison data for the population as a whole it is unclear to the 
authors as to the extent these findings depart from the population norm. However the 
lack of calmness and peace, coupled with the presence of anxiety at such levels 
deserves attention from service providers.  
 
6.1.4. Interference with social activities. 
 
The response rate in the second table of Section B on social life impact was 84%, (see 
Appendix 1). 63 of the 155 respondents (41%) who answered this question indicated 
that emotional problems or fatigue interfered with social activities either a little or 
none of the time. Conversely 28% of respondents report that emotional problems or 
fatigue interfere with social activities ‘most or all of the time’. These data have been 
compared against those described in 6.1.1. From this it is apparent that respondents 
generally may give social life a relatively high priority within their lives overall, 
perhaps by planning around predictable fatigue.     
 
There is a small indication in the data that feelings of being ‘full of life’ outstrip the 
reporting of ‘fatigue’, which may indicate that some people with MS are able to find 
ways of coping to some extent with the effects of fatigue. Any intervention or support 
that reduces fatigue or emotional problems is likely to improve the general social 
outlook for people with MS. 
 
6.2. Section A. Medications and alternatives. 
 
Published data indicates that, nationally, people with MS are almost three times more 
likely to suffer from major depression at some stage of their lives than people in the 
general population.

4
  This survey has not attempted to address the single subject of 



.  

Page 10 of 14 

clinical depression, instead considering a range of depressive/anxiety indicators. 
 
46% of respondents take medication for their mood, anxiety, depression, 
sleeplessness, fatigue or similar, a remarkably high figure. A small number of 
responses indicate some desire to be less dependent on such medications. Only 23% 
describe these medications as very helpful with the majority, 63% reporting only a 
moderate level of help from their medication. 
 
10 respondents reported administering self-medication for mood, anxiety, depression, 
sleeplessness, and fatigue or similar, the majority of these taken in combination with 
medication prescribed by a clinician. This may be a cause for concern as to possible 
synergistic or contra-pharmacy and clinicians should be made aware of the possibility 
that some of their patients may need guidance on this subject.   
 
A more detailed investigation is recommended into the number of people with MS 
who receive medications, analysed by reasons of mood, anxiety, depression, 
sleeplessness, fatigue or similar. This should be undertaken to identify the specificity 
of the drug, its reason for prescription, a view on its effect, its cost and what 
alternatives might be considered (regardless of whether or not the clinician believes 
such services might be available), taking into account where appropriate NSF and 
NICE guidelines.  
 
6.2.1. Medications and the alternatives offered.  
 
Question 8. ‘Have you ever been offered any alternative to medication for the way 
you feel?’ 
 
Only 16, respondents (9%) report being offered an alternative to their psycho-active 
medication, despite the existing medication generally helping only moderately well or 
worse in 75% of cases. Half in this group were only offered an alternative medication, 
the other 8 being offered a non-pharmacy alternative. The alternatives offered follow 
no particular pattern, with only 3 respondents reporting a very helpful outcome. 
 
There is little positive reported about the alternatives offered. The respondent offered 
‘counselling at work’ experienced a non-empathetic counsellor who apparently made 
no attempt to address any relevant psychological issues.  
 
The alternatives offered are listed in Appendix 2. 
 
The National Service Framework for Long Term Conditions

5
 and the NICE 

Guidelines on Depression Management 
6
 both recognise that people affected by MS 

should be offered emotional support. NICE conclude that Cognitive Behavioural 
Therapy is as effective as drug therapy, with similar cost implications. The 
Depression Report published by the Centre for Economic Performance’s Mental 
Health Policy Group

7
 describes apparently cost-effective ways of implementing the 

NICE Guidelines, recognising that the range of depressive indicators reported herein 
ranges beyond the NICE Guidelines.  
 
Question 11. Whether or not you have tried an alternative to medication for your 
mood, anxiety, depression, sleeplessness, and fatigue or similar do you think an 
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alternative to medication might help you? 
 
29 responded ‘Yes’ to question 11 and 99 did not answer the question at all. It is 
possible that so many did not answer the question due to them not being on any 
medication for the reasons listed. 23 of the 29 who answered ‘Yes’ to this question 
were on psycho-active medication and 22 of these gave comprehensive further 
answers, so this report looks separately at the data from these 22 in a group we 
identify as the ‘Core Group on Medication’.  
 
Of the 22 in the ‘Core Group on Medication’, 2 reported the medication helped ‘very 
well’, 17 ‘moderately well’, 2 ‘not very well’ and 1 ‘not at all’. Face to face 
counselling was their preferred way forward, in particular to manage MS and other 
things in life. Detailed analysis is given in Appendix 2. 
 
6.2.2. Medication alternatives by preference.  
 
Question 12. ‘Even though the following may not be available which would be 
important in affecting the way you feel? (tick any that may apply).’ 
 
a) Analysis of responses of the ‘Core Group on Medication’.  
 
As regards medication ratings described by the 17 ‘Core Group on Medication’ as 
helping ‘moderately well’, nearly half those respondents indicate an alternative 
treatment might help in managing one or other aspect of life. 
 
4 of the 22 in the ‘core group’ (18%) have been offered an alternative to their 
medication, twice the figure for respondents as a whole, but still a low figure. 
 
All in this group fitted the arbitrary profile ‘negatively affected by one or more 
feelings at least some of the time or more often’ during the last four weeks.   
 
b) Analysis of all responses.  
 
This section of analysis includes those of the 22 in the ‘Core Group on Medication’. 
117 respondents provided a positive answer to Question 12; around four times as 
many who answered question 11. This may indicate reluctance on the part of 
respondents to take medication as a first line of choice if there are alternatives. 17 did 
not answer Question 12, the remainder ticking ‘none’ or ‘don’t know’. 
 
Not surprisingly the ‘Core Group’, being all on medication, rated ‘a different 
medication’ higher than respondents as a whole, but they also placed somewhat more 
importance on counselling face-to-face and somewhat less importance on physical 
therapy and the Expert Patient course. 
 
Multiple responses were made by 82 of the 117respondents. A breakdown analysis is 
given in Appendix 2. 
 
11 respondents listed ‘other’ alternatives that might help them: a cure for MS (2), 
anger management, art, meditation, MS Nurse, practical help, relaxed meetings, the 
Swank diet, hydrotherapy and Reike. The overall responses indicate individual 
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patterns of perceived need. 
 
Of the options offered in Question 12, the two attracting the greatest ‘would help’ 
response rates were physical therapy and Counselling face-to-face. However, physical 
therapy was outstripped by the various counselling and psychological therapy options 
added together. It cannot be concluded clearly the extent to which respondents think 
that their overall needs might be met by a single therapy or a combination. It is not 
clear if respondents ticked options more in hope or more in desperation and it is not 
possible to estimate from this data the extent to which people with MS would actually 
use any services if they were made available. A breakdown of the responses is given 
in Appendix 2. 
 
The responses indicate that psychological support may be thought to be helpful by 
more respondents than physical therapy in a ratio of almost 2:1.  
 
Section 6.1.3. describes the finding that fatigue indicators are experienced some 2-3 
times as often as depressive indicators. Therefore any interventions that may have 
some effect on or are sympathetic towards reducing fatigue factors would appear 
likely to be particularly beneficial.   
 
The responses indicate that a range of therapies and interventions is likely to be 
needed to satisfy the diversity of individual needs and it is reasonable to suggest that 
those therapies ticked most frequently by respondents might indicate how to satisfy 
the greatest volume of demand. The data cannot be used to identify whether or not 
any therapy might be critical to any particular individual. 
 
Of the 40 respondents who ticked either ‘Getting to grips with MS’ or ‘Expert 
Patient’ only 11 ticked both, indicating that respondents may regard these options as 
generally different courses with different aims and outputs, as is the case. 
  
6.2.3. Reasons for preferences. 
 
Question 13. ‘If you have selected anything in Question 12 please indicate why you 
think it might help you.’ 
 
Reasons why respondents think interventions might help them are headed by 
‘obtaining help in managing MS’ (81), followed by a group of three reasons close 
together, ‘self esteem’ (49), ‘self confidence’ (51) and ‘managing other things in life’ 
(48). ‘Understanding other things in life’ (32) ‘relationships’ (30) and ‘understanding 
MS’ (29) also featured clearly. The matrix of reasons given shows the individual 
nature of concerns and need.  
 
The ‘Core Group on medication’ had a somewhat greater focus on self-management.  
There were 119 respondents to Question 13, of which 82 gave multiple responses. 
108 respondents identified understanding or managing some aspect of their life, while 
66 listed confidence, esteem or relationships. A breakdown is given in Appendix 2. 
 
6.2.4. MS and employment. 
 
Of the 8 who ticked ‘help me back into employment’ five reasons were given equal 
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importance: self-confidence, esteem, relationships, managing MS and managing other 
things in life. Face-to-face counselling was the most frequently identified preferred 
help option. 
     
There are only small numbers of people with MS reporting the need for help to return 
to work, but the high importance of this subject is clear. Attending to the needs of this 
special group should be a priority. Their psychological support service needs are 
similar to those needed by the MS population as a whole.    
 
7. Counselling options. 
 
The Depression Report

7
 indicates apparently cost-effective ways of providing 

counselling. 
 
Mohr et al

8
 report that 127 patients with depression and functional impairments due 

to MS who agreed to psychotherapy delivered over the telephone were randomly 
assigned to cognitive behavioural therapy (CBT) or supportive emotion-focused 
therapy (SEFT), both in 16 weekly 50 minute sessions. The prevalence of major 
depression dropped from 73% to 13% in the CBT group and from 69% to 29% in the 
SEFT group, with an attrition rate of only 5%.  
 
In 2005 Berkshire MS Therapy Centre provided 171 counselling sessions to 22 clients 
with MS, out of a total active client list of 308 people with MS.  
 
Some respondents as something that might help them identified ‘Counselling in 
groups’. Group sessions are likely to be more cost effective than one-to-one sessions. 
A scheme involving training volunteers to deliver MS specific counselling services in 
North West England is under development and a similar scheme, perhaps developed 
between Berkshire Healthcare NHS Trust and the Berkshire West MS voluntary 
sector, could be investigated. 
 
A group should be established to identify the best options for Berkshire West and to 
present justified proposals to commissioners as soon as practicable. 
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Neurological Services for people affected by HD 

Huntington’s disease is a rare neuropsychiatric illness that is hereditary in nature. People present with a 
complex mixture of physical and mental health symptoms that often lead to the person being none 
compliant with medical treatment. Due to the rare nature of the illness many services will not have 
experience of managing people affected by HD. 
 
There are several multi-disciplinary specialist HD clinics through out England and Wales. When people 
affected with Huntington’s disease are able to access these, this seems to be the best way of managing 
the illness. However the problem is that there are very few of these so not everyone has access to them, 
and also due to the degenerative nature of the illness as the illness progresses often patients are unable 
to travel to attend these clinics. 
 
Ideally each local neurological service would have a neurologist with an understanding and knowledge 
of HD and its treatment, and that the clinics operated would take a multidisciplinary approach towards 
management of the illness. 
 
 
Cath Stanley. 
Head of Care Services 
Huntingtons Disease Association   
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   DOC 35.09 
Acute Neurology at the Norfolk & Norwich University Hospital 

 
The Neurology Unit has accepted acutely ill neurology patients for the last two 
decades and currently cares for 1100 emergencies per year.  Admissions are at the 
request of the general practitioner, through casualty, occasionally directly admitted 
from a clinic, but most frequently triaged to Neurology by the Medical Admissions Unit.   
 
We do not accept patients over the age of 65 except those with specific problems such 
as status epilepticus or myasthenic crises.  The commonest reason for admission is 
acute headache but there is a good mix of other neurological conditions including 
seizures, young stroke, acute polyneuropathy and patients admitted for the 
investigation of acute or progressive neurological deficit.  We do not accept head 
injuries. 
 
We have three SHOs, four SpRs, six consultants and an associate specialist. 
 
We have a 22 bedded unit which has a mixture of cubicles and 6-bedded bays.  There 
are specialist neurological nurses, physiotherapy and occupational therapy.   
 
We have good access to imaging and neurophysiology but we have no MRI in 
evenings or at weekends.   
 
Patients requiring neurosurgical treatment are sent to Addenbrooke’s Hospital, some 
70 miles away.  We have good access to HDU and ITU.   
 
 
I would summarise the advantages as follows: 
 
• Patients are looked after by those skilled in neurological problems and thereby 

fulfil one of the quality requirements of the National Service Framework for long-
term conditions.   

 
• The good case mix of patients enhances SpR training – indeed they do not get 

any exposure to ‘bread and butter’ acute neurology in any other part of their 
rotation. 

 
• Taking acute neurology admissions reduces the number of ward consultations. 
 
 
Disadvantages could be summarised as follows: 
 
• At times the volume of patients means that they are placed on general medical 

wards so are unable to access specialist neurology and physiotherapy.   
 
• The consultant is often on-call with just an SHO which at times can be arduous. 
 
• Placement of neurologically disabled patients can be difficult as rehabilitation 

facilities are limited. 
 
Dr David Dick 
Consultant Neurologist 
Norfolk & Norwich Hospital 
 



 
Local adult neurology services for the next decade 
Evidence 
 
Neurology in acute medicine – provided by Dr Ed Dunn 
 
 
This document is evidence presented to the working party, and represents work that was in progress 
at the time of writing. As such, the information presented and opinions expressed herein are those of 
the author, and do not necessarily represent the views of the working party, or the Royal College of 
Physicians. 
 
© Ed Dunn 2011. All rights reserved. 



Working Party on Neurology Services in the District General Hospital (DGH) 
 
Neurology in Acute Medicine 
 
Dr Ed Dunn, Acute Liaison Neurologist, Leeds Teaching Hospitals NHS Trust 
 
At first sight, a neurologist based in a large teaching hospital, without any District 
General Hospital commitments, would seem an odd choice to present to this working 
party. However, the novel acute liaison model we have developed in Leeds has 
proved a great success. This is reflected in reduced length of stay, earlier diagnosis 
and better use of investigations for patients with neurological conditions presenting to 
Acute Medicine. Thanks to a strong educational element to my role, I also find that 
management of neurological patients has improved on days I am not on the unit. I do 
not feel that the skill-set I bring to this role is unusual for a neurologist, and propose 
that such a service would work as well with a neurologist working in a DGH setting. 
 
My post was funded by Acute Medicine at the Infirmary in Leeds, to provide 
consultant neurology input into the Acute Medical Unit (AMU). This followed a long 
period of uncertainty as to whether the job would go ahead, particularly due to the 
reservations from radiology. Their concern was that a neurologist on the AMU would 
lead to a steep rise in MRI requests. When finally approved, the job remained vacant 
for some time due to lack of applicants, and many contemporaries questioned my 
sanity in taking up the post in October 2004.  
 
The AMU sees a lot of neurological admissions. I’ve reviewed the admission 
diagnoses for 3 months of admissions, from April to June 2008. Over the three 
months, 29% admissions to the AMU were broadly “neurological”. Looking in more 
detail at the 103 neurological admissions to the AMU in April, “collapse query 
cause”, stroke, seizures and headache accounted for most (96%) presentations.  This 
excludes those patients admitted directly to neurology, which is limited to just the 
most urgent cases, such as Gullain Barre Syndrome.   
 
I work closely with three acute physicians. Patients remain under acute medicine care 
other than the small proportion of patients I feel would be better cared for on the 
neurology ward. 
 
I tend to be referred between 1 and 5 patients per liaison session, and review any 
patients still in hospital from previous consultation after seeing the new patients.  
 
The impact of such a post on the diagnostic pathway for patients has been 
considerable. The following figures are derived from analysis of my first 200 referrals 
seen in post. 
 
Approximately one third of patients referred to me have no diagnosis, and a further 
quarter have been given a diagnosis by the medical team which I amend after the 
initial consultation. This leaves just over 40 % patients where I agree with the 
suggested diagnosis given after seeing the physician of the day. In these patients the 
consultation is still worthwhile, as my input is then more orientated to the 
management of the patient.  The high proportion of patients where the diagnosis is not 
clear to the physicians is to be expected - I suggest no criteria for referral other than 



that there is a problem to solve (either of diagnosis, management or both). 
“Straightforward” patients, in whom the physician is confident making the diagnosis, 
are rarely referred to me, so that despite the lack of referral criteria, I do not find I am 
troubled by inappropriate referrals. 
 
I suggest a single diagnosis on first consultation in just over 70 % cases, and a 
differential diagnosis in the remainder. Only in 6 % cases has the final diagnosis after 
investigation and follow-up not been suggested on my first consultation.   

 
The commonest diagnoses to be “missed” by the physicians were spinal cord 
presentations, alcohol withdrawal convulsions (confused with epilepsy), stroke, 
syncope, migraine with aura and functional weakness. If the non-epileptic attack 
patients are added to those with functional weakness, presentations of a psychological 
nature come top of the list of missed diagnoses.  
 
I teach acute neurology to medical students and all grades of FY and ST trainees in 
medicine. I have tailored the teaching to cover these “missed diagnoses” in more 
detail. During my first year in post I was referred, on average, a patient a month with 
unsuspected spinal cord pathology. It was usually thought that the diagnosis was 
stroke. This situation now almost never happens, and the MRI spine request has 
usually already been written when I see the patient. Part of this improvement in 
patient care on the AMU is due to the improving neurological skills of the acute 
consultant physicians, as we routinely discuss the patients after my assessment. 
 
The acute clinics I run twice a week allow patients to be sent home at weekends to 
return the following week. This has not led to inappropriate discharges and has 
improved the efficiency of the AMU at weekends. The clinics also have four slots a 
week for sub-acute A&E referrals (such as “first fit patients”) which are now 
consistently seen within a fortnight. 
 
Stroke is clearly a large proportion of “Neurology in Acute Medicine”. As stroke 
pathways are well developed at the Infirmary, I see less stroke patients than might be 
typical if such a post were to operate in a DGH setting. I get asked to see if the 
question is “is this a stroke or a stroke mimic”, but not usually if there is a clear 
diagnosis of stroke. The same applies to patients with Transient Ischaemic Attacks. 
 
The Trust management have seen the benefits of a reduction in length of stay for 
neurological patients referred to me, as compared to the pre-existing service (median 
8 days reducing to 4 days), and better use of investigations. CT head scanning 
requests on the AMU have dropped from 68 % to 55% of the patients referred to 
neurology, and MRI requests have dropped a little from 22 to 18 % and are now better 
targeted (e.g. spinal cord as opposed to brain).  
 
Another benefit worth highlighting is on a more personal level. The job requires a 
great degree of flexibility (patients don’t always arrive to coincide with the liaison 
rounds), but therein lies its attraction. The variety of presentations ensures the job is 
challenging and enjoyable. Whereas there were doubters as to whether the service 
would work well, recent debate has revolved around whether a second such post in 
Leeds should be the way forward. 
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 Dr Greg Rogers 
Working Party on Neurology Services in the District General Hospital (DGH) 

 
Taking Epilepsy as an Example of the potential for Intermediate care to work in 
Partnership with Secondary Care 
 
Epilepsy Health care Provision  
Is it badly cared for?   
Are there areas we are able to improve care? 
Where is the best site for patient care?  
Does this depend on what the patient needs ? 
 
Is more of the same the best strategy? 
e.g. More Neurologists? More specialist centres? 
Increased number of neurologists for period of time [1995 = 
250, 2006 = 520 ] 
 
Larger pharmaceutical armatarium? 
Increased Number of Anticonvulsants with 10 new ones 
developed over the  past 12 years 
 
What Can Primary Care Offer? 
Can provide Intermediate Care (accredited expertise.) 
Large capacity for routine follow up 
As independent practitioners hold responsibility for care of patients 
Location ‘close to home.’ 
 
East Kent Approach 
GPwSI; 
 
Training 

• Practical Training 20 Clinical Sessions in 1’ and 2’ Care 
• Theoretical Training,  
• Rigorous Exam with external validation 

Referral criteria 
• Diagnosis of epilepsy 
• Over 16yrs 

Caseload 
• Break through seizures 
• Review diagnosis 
• Female issues 
• Medication side effects 
• Poor control 
• People who do not reliably access medical care – substance abuse, mental health 

problems etc. 
 



Referral Routes 
• Neurology clinics  
• Care of the Elderly 
• Epilepsy Specialist Nurses 
• GP’s 

 
Consequences; 
Good integration with 2’ Care  and two way flow of patients 
‘Right person, right place, right time,’ 
GP Education 
 
Future of intermediate Care 
Closer links with ABN - ?sub-group  
Education needs combined with PwSIs and SPRs – Modular courses.  
Neurosciences designed pathways 
‘Seamless care’ 
 
 
Three legged stool 
The foundations of intermediate care for epilepsy rests in the style of general practice 
joined to skills  taught by their neurology colleagues. The PCT then play a role to design 
and commission the service.   
 
Is it an addition to the current health care provision in Neurology that is worth investing 
in?  From an East Kent perspective I would propose that it is worth  developing. 
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The input of cardiological services to local neurology services is part of holistic approach to the 
management of patients with neurological disorders, and includes the following   

• Assistance with assessment and investigation of the outpatient eg. thromboembolic stroke 
or TIA, migrane, syncope, autonomic dysfunction, etc. 

• Management of acute presentations eg. acute stroke 
• Management of associated comorbidities eg. heart failure, venous thromboembolism in 

immobilised patients 
 
Assessment and investigation 
Cardiovascular investigations, such as Holter monitoring and echocardiography, can be helpful 
in the initial assessment and investigation of neurology patients.  For example, patients with 
stroke may have underlying atrial fibrillation (AF) as well as associated comorbidities such as 
hypertension, where the input of a cardiovascular physician would be useful. 
 
The evidence base is very strong for thromboprophylaxis in the prevention of stroke in AF, and 
since patients with AF and stroke/TIA have a high risk of mortality and morbidity, including 
greater disability and recurrent stroke, appropriate investigation and management of AF is 
mandatory [see NICE guidelines on AF (2006) [1,2]].  Given that AF commonly coexists with 
cardiovascular disease, a full cardiovascular workup, in liaison with local cardiological services 



is necessary.  Management should be in keeping with the DoH AF pathway [see 
http://www.heart.nhs.uk/heart/18weekswholepathways/18_weeks_whole_pathways_resources/ta
bid/99/Default.aspx], as well as NICE guidelines on AF management [2]. 
 
Similarly, patients presenting with syncope to neurologists would require access to cardiological 
investigations, for example, with 24 hour Holter or event loop monitors, tilt table etc.  The latter 
would be required to investigate neurological conditions associated with autonomic dysfunction. 
 
Some antiepileptic drugs (eg. phenytoin) are associated with QT prologation and thus, 
proarrhythmia.  Furthermore, many can interact with cardiac drugs and warfarin.  Epilepsy has 
been associated with an increased mortality from sudden death, and whilst many cases can be 
linked to epilepsy-related complications, the possibility of proarrhythmia should be considered 
[3]. Thus, discussion with a cardiologist on appropriate management would be useful. 
 
Management of acute presentations 
Cardiovascular input into an acute presentations of neurological problems usually relate to acute 
ischaemic stroke or TIA. Screening consecutive patients with ischemic stroke with routine Holter 
monitoring will identify new AF/flutter in approximately one in 20 patients, and extended 
duration of monitoring may improve the detection rate [4].  As mentioned above, investigation 
and management of AF with a comprehensive cardiological workup would be important. 
 
A multidisciplinary holistic approach to acute management of TIAs is beneficial to patients.  For 
example, there is good evidence that that intensive and hospital-based care immediately after a 
TIA can prevent [by 80%] subsequent strokes [5]. 
 
Management of associated comorbidities 
Many neurological condition are associated with cardiovascular disorders that require proactive 
management.   For example, dementia is commonly associated with vascular disease, although 
this relationship is a wide spectrum: ranging from patients with pure vascular dementia to 
patients with pure Alzheimer’s Disease and including a large majority of patients with 
contributions from both Alzheimer and vascular pathologies [6].   Furthermore, AF patients have 
impaired cognitive function, and the presence of small vessel disease and leukoariosis 
predisposes to intracranial haemorrhage if warfarin is started [1,7,8]. 
 
Another common condition is hypertension, which can cause ischaemic stroke as well as small 
vessel disease. The role of hypertension management before, during and after a stroke can be 
summarised as follows: (i) ‘before’ – it is of great benefit to have hypertension treated and 
controlled; (ii) ‘during’ – it is detrimental in most instances to have hypertension treated too 
aggressively; and (iii) ‘after’ – this question is still being addressed by ongoing clinical trials, but 
most do suggest that holistic cardiovascular management (including blood pressure treatment) is 



of benefit [9].  In hypertensive patients, even treatment with a statin can significantly reduce the 
risk of stroke [10].  Small vessel disease (which commonly occurs in hypertension) is associated 
with an increased propensity to ischaemic stroke, microbleeds and – if the latter occurs – 
increases the risk of intracranial haemorrhage.   
 
Cardiogenic embolism needs to be investigated in cases of ischemic stroke, and input of the 
cardiology team towards investigation and management of valve disease, heart failure, etc is 
necessary [11].   
 
Similarly, paradoxical embolism from a patent foramen ovale (PFO) should be considered and 
diagnosis made using bubble contrast echocardiography or a transoesphageal echocardiogram.  
PFOs have also been associated with migraine, but there remains controversy whether PFO 
closure is beneficial or not [12]. 
 
Immobility post-stroke increases the risk of venous thromboembolism, and appropriate 
prevention and (should one occur) treatment is necessary. 
 
 
Recommendations 
 

• Local neurology services need appropriate access to cardiological investigations and 
specialist input for assessments, investigations, etc of neurology patients. 

• Management of many neurological conditions needs the input of a cardiovascular 
physician as part of a multidisciplinary holistic approach to management. 
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1. Summary of main recommendations. 
 

1. There is a need for better access to information and support for neurology 
patients, particularly at the time of diagnosis, and when the condition changes. 

2. There is a need for a rebalanced NHS workforce that includes more neuro-
specialists, particularly more neurology nurse specialists, neuro-
physiotherapists, psychological therapists, other allied health professionals and 
Consultant Neurologists. Workforce requirements should be calculated from 
prevalence of need. 

3. Prevention activity should be integral to the job role for an increased 
proportion of clinicians. Effectiveness of preventative activity should be 
audited at the individual level and linked to the rewards system. 

4. A transformed central audit and reward system that embraces neurology and 
allied services is needed to ensure that neurology and allied services receive 
consistent attention from Commissioners and Directors of PCTs and Trusts.  

5. The general direction of change should be towards community-based services 
in preference to secondary care, wherever possible.   

6. Radical reform is needed of the systems and quality of care provided for 
neurology patients when in an acute setting. 

7. An equitable approach is needed to NHS priority setting and funding overall.  
 
2. About West Berkshire Neurological Alliance. 
 
West Berkshire Neurological Alliance formed in 1999. It is an association of 24 local 
voluntary groups in the neurological sector, with some individual members with rare 
neurological conditions, active within Berkshire West. Our activities include 
information gathering about the needs of local neurology patients, submission of 
evidence and justifications for change to local commissioners in relation to those 
needs, developing and funding projects for neurological nursing, brain therapy and 
neuro-physical therapies, provision of neuro-education events and supporting the 
development of the local neurological voluntary sector. 
 
3. Managing a neurological condition in the absence of a cure. 
 
It is a priority for most neurology patients to find a cure, so in the absence of such 
cures most patients seek information to help them to manage and lead as normal a 
lifestyle as possible. Dependent upon the condition and on individual circumstances, 
people may find some or all of the information they need. They may or may not 
receive support from a well-informed clinician or other professional. In practice 
patients experience varying degrees of success in ongoing management of their 
condition. Neurology patients often draw on a wide range of health and social care 
services, therefore access to knowledgeable case managers and to ‘joined up’ services 
can be important for many.  
 
4. Current deficiencies in services for neurology patients. 
 
We receive a regular flow of local information confirming that services for neurology 
patients are variable in terms of both access and quality. Some local services are 
excellent, some are good and some are not. Some specialist services are not available 
at all, such as for those with ME/CFS. There are major gaps within specialist neuro-
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nursing, an almost total absence of neuro-physiotherapy shortfalls in the speech & 
language service remit and gaps in specialist pain management. Referral routes and 
care pathways are inconsistent and the neuro-competencies of professionals are 
variable, ranging from excellent to very poor. A recurring concern among patients is 
the lack of neuro-specific knowledge by many GPs, something we recognise as not 
easy to resolve.   
 
While there is clear and ample evidence of the opposite, we receive reports from time 
to time of patients being effectively abandoned by GPs or Consultants around the time 
of diagnosis, with no information or support being offered to some patients.  
 
Specific to neurology needs, we are aware locally of differential standards of funding 
applying within the region’s wheelchair service, and different standards more locally 
within neuro-physiotherapy, hydrotherapy, continence advisory service, and 
occupational therapy service, in particular. There are specific and very concerning 
shortages in funding for neuro-physiotherapy, neuro speech & language, community 
neuro-rehabilitation, psychological support services, podiatry and neuro-specialist 
nursing, as main examples of need. There are no local GPwSIs in neurology other 
than one for Dementia patients registered with one group of GP practices. Services for 
people with MS and Parkinson’s are relatively well developed locally, although not 
yet adequate. Progress in MS and Parkinson’s services has been due in no small part 
to the actions of the voluntary sector. Services are improving currently for Stroke 
patients, due to Stroke recently becoming a national priority. Most support group 
representatives for the remaining neurological conditions are openly envious of the 
services available for local people with MS, Parkinson’s and Stroke, insufficient as 
these services remain.    
 
In general there is a shortage of effort put into preventative activity to support 
neurology patients. More could be done to keep neurology patients in good 
psychological condition by managing factors such as anxiety, depression, 
sleeplessness and self esteem, to keep patients more mobile and to reduce accidents, 
falls, infections and pressure ulcers. Following hospital admission for an acute 
episode, the poor in-hospital care of patients with an existing neurological condition is 
often in sharp contrast to the generally excellent attention given for the acute problem. 
Generically it is said that neurology patients occupy one in every five hospital beds 
and it is apparent that this ratio could be reduced locally.  
 
Informal discussion with other Regional Neurological Alliances across England 
reveals similar patterns to the above in most Regional Health Authorities. 
   
 5. Some reasons for current deficiencies. 
 
Neurology services, along with the other main services needed by neurology patients, 
‘the allied services’, are not priorities upon which NHS Boards of Directors are 
measured or rewarded. The Healthcare Commission has no system or standard to 
assess neurology and allied services and there is no effective system to reward or 
penalise NHS Managers in this arena. No named person is accountable locally for the 
range of services needed by neurology patients.  
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Whereas the NSF for Long Term Neurological Conditions is a document to which 
some NHS bodies have begun to aspire there is no local vision or strategy yet in place 
as to how this standard will be achieved in any PCT in our local Strategic Health 
Authority, although there are signs this situation will change with time.  
 
The principal gaps in the current preventative process arise from a lack of community 
based specialist neurology nurses, poor access to neuro-physiotherapy, almost total 
absence of access to psychological support talking therapies and a general lack of 
investment and under-specialisation in social care occupational therapy. However, 
there are exceptions and examples where local investment in such services has been 
effective. There is a need to build on these examples. 
 
As regards exacerbations of neurological conditions following acute hospitalisations, 
it is unacceptable that some hospital Trusts have failed to tackle this problem 
effectively. The NHS has a focus on being excellent at fixing medical crises, but in 
many instances has yet to establish ways of providing holistic care in Secondary Care.  
 
There is a need to rebalance NHS expenditure and effort so that all services are 
provided to at least a ‘satisfactory’ level before spending money to make some 
services that are already excellent even better. 
 
Underlying everything is that service developments to date have been ad hoc rather 
than developed as part of a strategy. 
 
6. National Service Framework for Long Term Neurological Conditions. 
 
On behalf of those we represent, we regard the NSF for Long Term Neurological 
Conditions (NSFLTNC) as the standard to meet, to ensure acceptable service 
outcomes for neurology patients. Our two reservations about the NSF are that 
implementation should not be left to year 2015 and there is a lack of specific guidance 
for Commissioners.      
 
7. Better access to information. 
 
In general there is a large amount of good quality, understandable information about 
neurology available, but it is not always readily accessible to those in need. Any 
clinician who might expect to be asked for good quality information should ensure 
they either provide it or signpost to it. It is regrettable that many clinicians (and 
others) do not do this as well as they should. 
 
8. Existing workforce arrangements and service developments. 
 
There is a need to define and create a balanced NHS workforce that includes enough 
Consultant Neurologists, Specialist Neurology Nurses, Allied Health Professionals 
including some specialised in neurology provision, neuro-rehabilitation teams, 
palliative care teams (and some specialist O/Ts within Social Care), the structure to be 
calculated and justified by understanding the local neurological incidence, prevalence 
and prevalence of need. This specialist, skilled workforce would work closely with 
the existing generalist workforce, adding efficiency and effectiveness to the work of 
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GPs, Community Nurses, other Allied Health Professionals and other Consultants, 
such that overall we do not envisage a larger NHS workforce. 
 
A Consultant Neurologist, ideally specialised or with an interest in one area of 
neurology, should confirm any provisional GP diagnosis. Locally we have four part-
time Consultant Neurologists (3.5 whole time equivalents) and each has adopted 
specialist interests, respectively in MS, movement disorders (Parkinson’s), Epilepsy 
and Stroke. Respective patient groups have welcomed this generally, and it is unlikely 
this has disadvantaged the remainder of neurology patients but it is difficult to take 
the process of specialising Consultant posts much further in our semi-rural locality. 
The role of Consultants in helping patients participate in clinical trials is appreciated 
by some patients, being seen as one possible route to a cure.  
 
Neurology Nurse Specialists exist in various locations across England, specific to MS, 
Parkinson’s, Epilepsy, Alzheimer’s and Rare Neurological Conditions, all in the 
community and for Migraine/Headache, Pain, Stroke, Acquired Brain Injury, Neuro-
oncology and no doubt others, more usually in hospital based roles. 
 
Patients with ready access to clinical nurse specialists, most commonly for MS, 
Parkinson’s and Epilepsy, regularly report very favourably about the information, 
help and support they receive from such nurses. The voluntary sector has been a 
major source of pump priming funds for many such posts and, where impact studies 
exist, the evidence describes strong clinical and cost benefits of the order of 2:1 or 
3:1. The need and justification for additional neurology nurse specialists is very clear 
and addressing this need should be at the centre of service developments. 
 
The Neurological Rehabilitation Service at the local acute Trust provides acute and 
intensive multi-disciplinary rehabilitation in 16 in-patient beds with some outpatient 
activity, serving a population of about 700,000. The team includes two Consultants in 
Neurological Rehabilitation, supported by Dietetics, Clinical Psychology,  Neuro-
occupational therapy, Neuro-physiotherapy, Neuro Nursing and Speech & Language 
Therapy. In addition a Community Neuro Rehab team is located in a community 
hospital, with five beds staffed by 8.5 whole time equivalent (wte) staff. This all 
works alongside 6.6 wte multi-skilled community based neuro-rehabilitation staff 
covering a population of 450,000. In total this arrangement is insufficient both to 
provide a quality service and to meet the current demand and need and the number of 
staff in the community team is currently being increased to 19.1 wtes, in an attempt to 
get closer to meeting the standard required. This is appropriate but opportunistic 
service development, there being no good quality evidence to confirm the numbers of 
rehabilitation staff actually required. 
 
There is a need to establish streamlined care pathways giving swift and ready access 
to patients, including via self-referral. The main objectives should include providing 
prompt and accurate diagnosis, within an agreed pathway leading into community 
based, prevention orientated services, through to rehabilitation or palliative care 
services as needed. 
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9. Evidence base relating to impact of services. 
 
We advocate that creation of a comprehensively structured Specialist Neurological 
Nurse team should be a priority workforce gap to fill, in order to generate maximum 
clinical and cost return for least outlay. This will also enable the main routes of a 
streamlined care pathway to become functional. This is also the main enabler to arrive 
at a position to be able to implement the NSFLTNC.  
 
A survey by East Berkshire Clinical Development Unit1 into the views of people with 
MS in West Berkshire asked for views on how well different clinicians ‘understand 
how to help with your MS’. The ‘very well’ ratings were: GPs 27%, Consultant 
Neurologists 40%, Community Nurses 5%, Specialist MS Nurses 43%. ‘Quite well 
and very well’ combined ratings were 77%, 52%, 28%, and 95% respectively. The 
combined data indicates that the Specialist MS Nurse role fills an important gap well 
and cost-effectively.  
 
Johnson et al2 reports similar improved satisfaction rates among MS patients 
following the introduction of an MS Nurse Specialist post in Berkshire West, coupled 
with significant cost savings. 
  
Quinn3 reports similar cost savings and improved satisfaction rates among patients 
with rare neurological conditions, following the introduction of a Rare Neurological 
Conditions Nurse Specialist in Berkshire West.   
 
Quinn4 reports similarly on improved cost savings and client satisfaction following 
the introduction of an MS Specialist Occupational Therapist post in West Berkshire.   
 
A Berkshire West survey into MS and psychological impacts5, conducted in 2007, 
indicates that GPs are overly committed to prescribing relatively ineffective pharmacy 
for psychological problems and have little or no access to non-pharmacy alternatives. 
Based on 199 responses, 43% with MS were found to be on prescription drugs for 
these issues, mostly reporting them to be only moderately effective. Indications are 
that this is a costly waste. The responses, processed with other data, indicated that the 
MS community in Berkshire West require a Psychological talking therapies service 
equivalent to a 0.5 wte post. Informal discussion with groups representing other 
neurology conditions indicates widespread and broadly equivalent need for 
psychological support therapies across the neurology sector. Crude calculations 
indicate the need for five or more psychological support therapists for neurology 
patients in our area of 450,000 residents. This compares to a planned generic service 
for the entire population of only ten such therapists that is therefore unlikely to be an 
adequate resource.  
 
Whereas good quality evidence on the cost and clinical effectiveness of Parkinson’s, 
Epilepsy and other condition-specific neurology nurse specialists has not been 
published, as far as we know, ‘grey quality’ evidence indicates these posts are highly 
effective, given suitable job descriptions and direction.       
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10. Recommended clinician to patient ratios. 
 
The proportion of time spent by Neurology Nurse Specialists split between 
community and hospital activity will vary according to local need, but ideally would 
be mainly community based. The generally recommended ratios for nurse specialists 
to patient numbers are as follows: 
 
Epilepsy Nurse Specialists. 1 Epilepsy Nurse Specialist per 100,000 population. 
(Epilepsy Action) 
 
Parkinson’s Disease Nurse Specialists. 1 PD Nurse Specialist per 300 PD patients. 
(PD Society) 
 
MS Nurse Specialists. 1 MS Nurse Specialist per 350 MS patients. (MS Society) 
 
Dementia Nurse Specialists. 1 Admirals Nurse per 15,000 population over age 65. 
(Alzheimer’s Society) 
 
Migraine Nurse Specialists.   ] 
Head Injury Nurse Specialist ] 
Neuro-oncology Nurse Specialist ]Hospital based with no known published quota 
Dysphasia  Nurse Specialist   ] 
and no doubt some others  } 
 
Rare Neurological Conditions Nurse Specialist. Caseload excludes all the common 
neurological conditions (Epilepsy, MS, Parkinson’s, Stroke, Pain, Headache, Trauma, 
etc) and only includes such as Motor Neurone Disease, Huntington’s, Myasthenia 
Gravis, Ataxia, Progressive Supranuclear Palsy, Multiple Systems Atrophy and 
Late effects of Polio. The recommended quota is 1 Rare Neuro Conditions Nurse per 
145,000 population, based on 50% community/50% in-hospital. (Quinn 2007) 
 
MS Specialist O/Ts. The recommended quota is one MS O/T specialist per 145,000 
population. (Located in Social Care.) (Quinn 2006)  
 
Consultant Neurologists. The current recommendation by the Association of British 
Neurologists is 1 per 100,000 population. Currently, locally, the actual cover has just 
been increased to 1: 129,000 and has been insufficient at the previous 1:180,000. 
Following successful creation of the appropriate neuro-nurse specialist team it will 
then be appropriate to compute afresh the requirement for Consultant Neurologists. 
 
We are unable to indicate meaningful recommendations for clinician/population ratios 
for any other posts. 
 
11. Berkshire West and West Berkshire specialist post impact studies; additional 
information. 
 
The ‘rule of thumb’ arising from some Berkshire West studies is that replacing a 
generalist nursing or O/T or physiotherapist post by a neuro-specialist post results in a 
significant improvement in clinical outcomes and a two to one or three to one return 
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on cost, resulting from well informed clinical knowledge and preventative support for 
patients. 
 
In West Berkshire the MS Nurse, MS O/T and MS physiotherapist work as a team, 
also with close links to the voluntary sector.  
 
The Rare Neurological Conditions Nurse post requires a brief explanation. Her remit 
excludes MS, Parkinson’s, Epilepsy, Head & Spinal Injury, Stroke, Alzheimer’s, 
Learning Difficulties and ME/CFS, as these are services requiring their own 
workforce specialists. Her role positively includes MND, Huntington’s, Myasthenia 
Gravis, Late effects of Polio, Ataxia, PSP and MSA, plus others at the discretion of 
the Consultant. The role has demonstrated that it is possible to provide specialist nurse 
cover to every neurology patient in need while also saving costs. In one part of the 
Rare Neurological Conditions Nurse’s geographical area, Social Services also 
specialised an O/T post to look after the same client group, an effective workforce 
adjustment with which line management remain pleased and patients are delighted. 
Such specialist posts are effective provided the job description and content are well 
considered.  
 
Additional Neurological Nurse Specialist posts can be created through a combination 
of voluntary sector pump priming, invest to save programmes and thematic, strategic 
approaches to workforce planning.  
 
12. The need for better prevention. 
 
‘Prevention’ is a much-used word, not enough in evidence. Higher levels of 
prevention should reduce demand on secondary care provision.  To ensure that 
prevention receives higher priority it should be an audited core task area for most 
clinicians. 
 
13. Acute hospitalisation. 
 
Some patients identify that stays in hospital worsen their neurological condition and 
express high levels of concern about hospitalisation. This is a particular concern 
among many with disabling neurological conditions. The need to involve family 
carers, in the acute hospital setting, is sometimes overlooked. The need to take long 
term medications and therapy is sometimes overlooked and should be given no less a 
priority than any treatment needed for short term/acute needs.       
 
When prompted it is a common thing among neurology patients to hear comments 
such as ‘I am not well enough to be admitted to hospital’, an indictment of some 
current hospital care.  
 
Whereas many hospitals conduct detailed pre-admission checks, the necessary 
information about ongoing care needs clearly does not always reach all ward staff. 
Resources on some wards are insufficient to look after patients with pre-existing 
conditions and lack of training of ward staff is evident in some cases.  
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14. Statutory funding. 
 
There is a major concern that the priorities set by the NHS tend to focus on 
expenditure to tackle self induced health problems caused by things such as smoking, 
poor diet, alcohol abuse, substance abuse and inappropriate sexual conduct rather than 
inherited or acquired health problems such as for the majority of neurological 
conditions. More effective public health activity is needed to deal with the former, 
along with a transfer of resources towards filling gaps in services needed by the latter.  
 
Service providers are driven by the audit and reward system to pursue ‘beyond 
excellence’ in services classified as national priorities, whereas health services outside 
this sphere are generally left to fare for themselves as to scope, quality and value. 
There is a need to fill gaps in services rather than incur the high cost of converting 
excellent services into even better ones. There is a need to provide comprehensive 
health services that meet similar, satisfactory (or better) standards across the board. 
All services, including where there are gaps, should be covered by audit and this 
should link to some form of rewards or penalties system. 
 
15. In conclusion. 
 
There is much to be done to achieve compliance with the NSFLTNC. Services for 
neurology patients are variable in terms of access, amount, funding and quality. There 
is a need for better access to information and support , particularly at the time of 
diagnosis, and when the condition changes. There is a need for a rebalanced NHS 
workforce that includes more neuro-specialists, particularly more neurology nurse 
specialists, neuro-physiotherapists, psychological therapists, other allied health 
professionals and Consultant Neurologists. Evidence to justify workforce levels is 
limited, but there is good clinical and cost effectiveness evidence to justify the 
immediate appointment of more specialist neurology nurses. Workforce requirements 
should be calculated from prevalence of need and be more joined up. Prevention 
should be integral to the job role for an increased proportion of clinicians.  
Effectiveness of preventative activity should be audited at the individual level and 
linked to the rewards system. A transformed central audit and reward system that 
embraces neurology and allied services is needed to ensure that neurology and allied 
services receive consistent attention from Commissioners and Directors of PCTs and 
Trusts. The general direction of change should be towards community-based services 
in preference to secondary care, wherever possible. Radical reform is needed of the 
systems and quality of care provided for neurology patients when in an acute setting. 
An equitable approach is needed to NHS priority setting and funding overall.  
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Appendix 1 
 
Workforce restructure: illustration of £5 million potential cost benefits available 
in South Central Strategic Health Authority (SCRHA) 
 
1. Epilepsy Nurse Specialists. Based on projections around posts in Southampton and 
Guildford Epilepsy Nurse Specialists are estimated to save the health economy 150% 
of cost. At a notional £45k cost pa each post should generate savings of £22.5k in 
addition to covering all costs. The recommended quota is 1 epilepsy nurse specialist 
per 100,000 population, requiring 40 in South Central Regional Health Authority 
(SCRHA), of which there are currently 5. Potential savings are £22.5 x 35 = £787.5k 
pa.  
 
2. MS Nurse Specialists. An impact study by Johnson et al in Berkshire West showed 
the post paid for itself and also generated savings of twice her costs, restated in 2008 
values to £90k pa. The recommended quota is one MS nurse per 350 MS patients, 
requiring an additional 3.5 wtes to reach the quota for the region, saving £90k x 3.5 = 
£315k pa 
 
3. MS Specialist O/Ts. An impact study by Quinn in Berkshire West showed that such 
a post paid for itself and also generated savings of twice her costs, restated in 2008 
values to £90k pa. The recommended quota is one MS O/T specialist per 145,000 
population, requiring 27.5 in the region, of which there are currently 4. Potential 
savings are £90k x 23.5 = £2,115k, within Local Authority budgets.   
 
4. Parkinson’s Disease Nurse Specialists. Impact studies on Parkinson’s Nurse 
Specialists in Harlow showed savings (in addition to covering the cost of the post) to 
be £85,347 pa restated at 2008 prices. Similar studies in Bristol, Conwy & 
Denbighshire and one other unnamed location showed savings of £84,160, £150,705 
and  £63,750 respectively at 2008 prices. The mean of the above four case studies is 
savings of £95,990 pa per PD Nurse Specialist. The recommended quota is 1 PD 
Nurse Specialist per 300 PD patients, making a requirement for 26.5 wtes. Currently 
there are 12.5 wte PD Nurses in post in the region, a shortfall of 14, making a cost 
saving opportunity of £1,344k. 
 
5. Rare conditions Nurse Specialist. An impact study by Quinn was conducted on a 
Neurology nurse specialist whose caseload excluded all the common neurological 
conditions (Epilepsy, MS, Parkinson’s, Stroke, Trauma, etc) and only included such 
as MND, Huntington’s, Myasthenia, Ataxia, PSP, MSA, etc. This demonstrated 
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savings that covered the costs of the post, plus an additional £78k pa. The post 
covered a population of 450,000 and it is evident that this is stretching, but also an 
appropriate population for one such nurse specialist. This leaves an opportunity to 
employ an additional 8 rare conditions nurses in the region, saving £78k x 8 = £624k 
pa. 
 
Assume appropriate job descriptions, line management, training and peer support.  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
For further information contact: 

 
John Holt, Liaison Officer, 
West Berkshire Neurological Alliance, 
2, Clayhill Crescent,  
Newbury,  
RG14 2NP     
 

Tel:  01635 33582 www.wbna.org.uk Registered Charity No: 1081021 
West Berkshire Neurological Alliance 
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Overview of Local health services for people with Neurological Conditions 

 
 
 

Bolton Bury Manchester Oldham  Rochdale 

Estimated 
Prevalence 

47,000 30,300 70,000 36,300 34,500 

Consultant 
cover 
 

Outreach Service to local District Hospitals provided by the Neurosciences Centre, Salford Royal Hospital 

Specialist 
Nurses 

2 f/t Epilepsy 
MS, PD, Spinal 
injuries,   

MS, PD (new) (Outreach from SRFT) 
M.S. & Parkinson’s 

PD, M.S. MS, Epilepsy 

Intermediate 
Rehab 

IRU – Beds at the 
Taylor IRU in Leigh 
 
Share of NeuroRehab 
Consultant 

IRU beds at Rochdale 
 
 
Share of Neuro Rehab 
consultant 

Consultant in Rehab based 
at Withington Hospital (+ 
weekly outpatient clinic at 
MRI and 2 x 0.5 days at 
IRU. 
 
IRU based in Trafford 
General but managed by 
MRI (12 beds for M’cr ) 

Beds at IRU in 
Rochdale 
 
Share of neuro rehab 
Consultant 

IRU – Floyd Unit at 
Birch Hill Hospital 
 
Share of neuro 
Rehab Consultant 

Community 
Rehab 

Multi-disc Team with 
input from neur-
psychologist and Neuro 
Rehab ACM 
 
Share of rehab 
consultant 
 
CFS/ME Team 

New Neuro Rehab Team 
based at Fairfield 
Hospital (for Stroke and 
PD only)  
 
 
 
 
CFS/ME team in Bolton 
covers 

Community Stroke Team 
(North M’cr) 
Neuro Outreach Team (Platt 
2 rehab at MRI) Central 
M’cr 
 
 
 
 Shared CFS/ME team 

Based at Birch Hill 
Hospital 
 
 
 
 
 
 
Shared CFS/ME 
team 

Small Community 
Rehab team -  “First 
Team” joint funded,  
includes SW,  OT,  
SLT,  Clinical 
Psychologist and very 
good Support 
Workers)’ 
Integrated 
Community Stroke 
Team 



NSF LTNC 
Steering 
Group / 
Network 

Yes Yes  Yes  Yes Yes 

Good Practice 
 
 
 

Current radical re-
organisation 

  Mimosa House – 
Residential rehab 
ABI service  

 

Gaps 
Identified 

 
Long delays in FU 
appointments 
 
Poor communication 
between nhs orgs 
 
Letters from providers 
need improvement 
 
More specialist nurses 
required 
 
More maintenance 
physio 
 
 

No Epilepsy Spec Nurse 
 
No designated Comm 
Rehab Team  
 
No Thrombolysis yet 
(but is planned) 
 
Community Physio under 
resourced 
 
Lack of services for 
young disabled (Adult 
Care) 
Long waiting lists for 
neurologist 

Lack of services for ABI 
 
Under resourced comm. 
Rehab service 
 
Neuropsychology 
 
Neurophysio 
 
Vocational Rehab 
 
Not enough Spec nurses 
 
Limited Supported Housing 
 
No local support for 
Charcot-Marie-Tooth 
disease 
 

Only recently 
developed NSF group 
 
Gap analysis not yet 
done 
 
Need for self-
medication system in 
hospital 

Comm Rehab – under 
resourced & under 
funded 
 
Lack of Pscyhological 
support 
 
First Team is small 
but effective – need 
to expand service 
 
Not enough Spec 
Nurses 
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Overview of Local health services for people with Neurological Conditions : Greater Manchester 2 

 
 

 
Salford 

 
Stockport 

 
Tameside 

 
Trafford 

 
Wigan 

Estimated 
Prevalence 

36,700 48,500 34,500 42,000 50,300 

Consultant cover 
 

Outreach service to local District Hospitals provided by the Neurosciences Centre, Salford Royal Hospital 

Specialist Nurses M.S. 
 

M.S. 
Parkinson’s (but under 
review) 
M.E. 

M.S. M.S. PD, M.S., Stroke, 
Epilepsy, 

Intermediate Rehab C2 (Acute Rehab Unit) 
Beds at IRU in 
Trafford 

IRU Devonshire Unit Stroke Rehab Unit 
Beds at Stockport IRU 

Intermediate Rehab 
Unit at Trafford 
General (8 beds each 
for Trafford & 
Salford) +  beds for 
Manchester 
 

IRU – Taylor Unit, 
Leigh Infirmary  

Community Rehab CNRT based at 
Sandringham House 
 
 
CFS/ME team at 
hospital 

STAR team 
 
 
 
Shared CFS/ME team 

SPRINT (Specialist 
Rehabilitation from an 
Interdisciplinary Neuro 
Rehab Team)  – MDT, 
Rehab focus but not 
Stroke. CFS coming 

CNRT based in 
Seymour House, 
Trafford 

CNRT – based in Leigh 
 
 
 
New CFS/ME service 

NSF LTNC Steering 
Group / network 

Dormant – relaunch 
being considered. 
Lead  the Regional 
Neurosciences 
Network Board 

No Hospital NSF group 
PCT about to develop 
Clinical Audit Group 

No No 



Good Practice      

Gaps Identified 
by statutory staff 
and users and carers 

• No active NSF 
• Shortage of 

specialist resources 
 

• No NSF steering 
group 

• Neurophysiotherapy 
• Capacity within 

STAR Team (review 
in progress) 

• Capacity within 
Specialised review 
work 

• Increase specialist 
nurses especially 
for Epilepsy 

 

• Work in progress 
• Gap analysis 

produced for 
Tameside Hospital 
– still work-in-
progress 

• No NSF steering 
group 

• No baseline 
assessments done 

• Better information 
for service 
users/carers 

 

• No NSF steering 
group 

• Gaps analysis not 
yet done 
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THE NEUROLOGICAL REHABILITATION UNIT –  

INTRODUCTION: 

A MODEL FOR A SMALL DISTRICT GENERAL HOSPITAL. 

Specialist rehabilitation is often provided in tertiary centres which may not be on 
Acute hospital sites and may serve a large catchment area, or may be provided as a 
local service often in a Community hospital. They may not deal with the medically 
unstable and can have relatively few beds which will delay access to rehabilitation. 
The ‘regional’ service for the northern part of Cumbria is in Newcastle, 60 miles from 
Carlisle and 100 miles from Whitehaven in a community setting with just 30 
rehabilitation beds, some for long term care, plus additional beds for 
neurobehavioural and neuropsychiatric care, for a neurosurgical catchment area of 3 
million. Post ‘Galasko’ general surgeons are not thought of as appropriate to care for 
those with head injury and yet general physicians in a DGH may be no better placed 
leading to difficulty in early placement of those with TBI. 
 
A peripatetic team model has been proposed to enable early access in a teaching 
hospital. Another solution to the ‘post-Galasko problem’, is a DGH based specialist 
ward working with stroke services and the local neurology service. 
 
The Neurological Rehabilitation Unit (NRU), Cumberland Infirmary Carlisle (CIC), is 
a 20 bedded mixed function specialist rehabilitation unit flexibly shared between a 
Consultant Stroke Physician (SP) and a Rehabilitation Medicine Consultant (RM) 
who has 5 beds in the Whitehaven DGH and about 8 in CIC. Adjacent to an Acute 
Stroke Unit (ASU) situated on a 29 bed elderly care ward and taking direct 
admissions, and a 10 bedded locked Delirium Unit these wards together provide 
stroke, delirium and ABI services consistent with national guidelines. I will focus on 
NRU but it functions with the other two wards in a 450 bedded DGH serving mainly 
Carlisle and the Eden Valley but some of bordering areas, a catchment population of 
about 220,000. 
  
Patients are admitted to NRU under either SP or RM plus shared care with a 
Neurologist  when appropriate. Nearly all patients under SP have acute stroke and 
are on average older than RM patients. Patients admitted to the Acute Stroke Unit 
transfer to NRU if they require inpatient rehabilitation at one week, remain medically 
unstable and unsuitable for transfer to a community hospital. Patients under RM 
come from the Tertiary Neurology and Neurosurgery services (Newcastle), CIC ITU, 
other wards, home and the ASU if profound physical disability, e.g. locked-in 
syndrome is the problem. 
 
ADVANTAGES OF IN-PATIENT SERVICES: 

1. Close working relations with local neurologist 
2. Early access to rehabilitation with minimal time on inappropriate wards. 
3. Early transfer from tertiary neurology/ neurosurgery to rehabilitation –  

availability of rehabilitation beds is a major cause of delayed discharge from 
neurosurgery. 

4. Continuity of care and simple care pathway. Patients are seldom transferred 
to other wards or consultants but may return to ITU or to neurosurgery. 



5. Excellent access to diagnostics and other consultant opinion, including 
neurology. In TBI multiple investigations and Consultant opinion may be 
needed. 

6. The ward is a teaching and training resource for AHPs and provides good 
clinical experience for the Neurology SpR. 

7. CIC has prosthetic, orthotic, wheelchair and special seating services plus 
expertise in splinting and casting. 

8. With the ASU situated on a larger elderly care ward NRU can have flexible 
bed usage. Fluctuations in demand are managed more easily than with fixed 
size units. The RM beds average 8/20 of NRU beds, range 6–12, maximising 
occupancy and decreasing delays in transfer. This model has been recently 
adopted in Whitehaven rather than separate words for this reason. 

9. Presence on DGH site means advice to patients on other wards can be given 
ie there is also a ‘peripatetic service’ eg all those with MS who are admitted 
are seen by the MS liaison nurses. 

10. Admission for procedures eg PEG in those with MND to a ward familiar with 
physical disability 

11. Minimises expensive out of area referrals to about 2 per annum usually for 
behavioural management to neurobehavioural or neuropsychiatric units. The 
regional service charges over twice the re-imbursement rate of the local 
service. 

 
DISADVANTAGES: 

1. High demands on nursing staff if there are patients with high intensity needs 
e.g. frequent suctioning in a ward with physically highly dependent patients. 

2. If patients with TBI are taken early then some will become agitated – a policy 
of not taking the agitated or violent does not suffice as some will develop 
these behaviours post transfer especially whilst in PTA. Regional services 
taking patients later can refuse to take such patients and Specialist 
Behavioural Units may not have rapid access. 

3. Those in PVS can be difficult to move on. Their physical needs are well 
catered for, they meet NHS Continuing Care criteria, and the ward may be 
cheapest care setting for the PCT. 

4. If taking patients eg older people with anoxic brain damage, directly from ITU 
some will have no realistic ‘rehabilitation potential’. 

5. Perceived liminality. In this Acute Trust rehabilitation has not been seen as a 
‘core function’ yet many patients could be in no other setting, would be 
disruptive on medical or surgical wards and their needs would not be met. 

6. Appropriate staffing levels have proved difficult to calculate. There are ceilings 
to some tools used and they do not allow for those with behavioural problems 
who need attention not contingent on exhibiting physical need. 

7. Without PBR the ‘commercial’ value of the ward is up to local agreement. 
 
OUTPATIENT SERVICES: 

In East Cumbria there is a fortnightly spasticity clinic and a weekly conventional 
outpatient rehabilitation clinic. This is co-located with the Disablement Services 
Centre so there is immediate access if there are problems with wheelchair or 
orthotics. There is close working relationship with neurology. Broadly neurology is 
focussed on diagnosis and disease management and rehabilitation with 



ameliorating the functional consequences of illness and referrals are managed 
accordingly. There are two MS Liaison Nurses who operate devolved clinics both 
geographically in terms of responsibility with very close clinical support. The 
rehabilitation consultant also works with the Acquired Brain Injury Team and 
meets regularly with informal teams in West and East Cumbria helping to support 
the Regional Motor Neurone Disease Care Centre.   
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Working Party on Neurology Services in the DGH 
Dr M Sadler. Consultant Neurologist, Associate Clinical Director for Neurology, Programme Director for Peninsula Neurology 
Rotation. Derriford Hospital, Plymouth. 
 
Background 
 
Plymouth is a neuroscience centre with neurologists, neurosurgeons, interventional neuroradiologists, 
a neurophysiologist and neuropsychologists. There are 5 clinical neurologists (whole time NHS 
contracts) and 3 academic neurologists (5.5 PA NHS) based at Derriford Hospital. Together we 
provide neurology services to a population of around 500 000 in the Plymouth area and through 
outpatients clinics, ward referrals and clinical advice and inter hospital transfers to a further 250 000 
in the Torbay area. In the Peninsula neurology training programme there are 6 juniors at ST3 or above 
based in Plymouth (and 3 others in rotation at Truro and Exeter). We have 4 juniors below ST3 in 
medical rotations who spend a 4 month spell in neurology. 
 
Acute neurology inpatient provision 
 
At Plymouth, we take under the care of neurologists all patients referred via GPs or through A&E 
with all neurological problems including stroke. It is an unselected 24 hour, 365 day take and 
averages 7 patients per day. We do not have a single neurology ward and have no fixed or restricted 
upper limit to the number of neurology beds. 
 
Attending system 
 
For the inpatients, we have had an ‘attending neurologist’ of the week system since 1 September 
2006. Each clinical consultant spends the whole week dedicated to inpatient clinical work (13PA). All 
newly admitted patients are seen by a consultant – led team. The consultant is available to review any 
patient needing further decisions, to drive the process and to speed discharge. The mean bed 
occupancy for neurology patients before introduction of this system was 29 and immediately fell to 19 
and remained consistently reduced ever since. The attending team comprises the consultant, 1 SpR 
and 2 SHOs. As we do not have a single neurology ward and so patients are scattered across the 
hospital. Each clinical neurologist spends about 9 weeks per year as the attending neurologist, with 
each academic neurologist contributing 2 weeks. 
 
Acute stroke provision 
 
The attending team also care for acute stroke patients from time of admission for the first week of 
their inpatient stay. We have been offering stroke thrombolysis for some time and all stroke patients 
are considered for this and for entry in several trials (IST-3, COSSACS, BSWISS, DNA lacunar, 
CADISS, CLOTS). We have a stroke unit and endeavour to get all patients with a stroke to this unit, 
but a lack of provision of onward care (stroke rehab unit beds, nursing home beds etc) means that far 
more stroke patients remain in the hospital for longer than optimum and this exceeds the capacity of 
the acute stroke unit.  
 
Chronic stroke provision 
 
The junior stroke team comprises 1 SpR and 2 SHOs. The attending neurologist reviews newly 
admitted patients with stroke with this team and the ‘chronic’ stroke patients are also cared for by the 
same junior team, but the consultant is one of 2 who have a special interest in stroke neurology. The 2 
‘chronic’ stroke consultants work on the ward 1 month in turn. When caring for the stroke inpatients 
there is a 2 hour round each morning and 2 afternoons when MDT meetings and meetings with 
patients and their relatives may take place. 
 
Outpatient provision 
 



When not attending neurologist, each clinical neurologist provides at least 4 outpatient clinics per 
week. One of these is a specialist clinic. Each SpR has commitment to at least 2 clinics and often a 
third specialist clinic alongside a consultant. There are specialist nurses in epilepsy (1), PD (1) and 
MS (2). The academic neurologists provide 1 specialist clinic per week. We receive approximately 
2500 outpatient referrals at Plymouth and a surprisingly similar number at Torbay.  
 
Satellite clinics 
 
Three of the clinical neurologists go to Torbay (1 hour travel each way) for 1 day per week to provide 
2 clinics each and ward referral service to complement the neurologist based in Torbay (6PA post). 1 
academic neurologist provides an alternate week MS service. 
 
Conclusions and future challenges 
 
The attending system works well for acute admissions. Everyone is seen by a consultant neurologist 
within 24 hours and often reviewed in the admissions unit shortly after arrival. Immediate decisions 
are made by a senior neurologist and the diagnostic pathway and management are driven by a 
consultant on a daily basis. Inpatient stays are minimised and patients with neurological problems are 
cared for by neurologists throughout their stay. Complex patients with long length of stay require 
careful handover and consensus management and this required close cooperative working between 
colleagues. These patients are few however. 
 
Patients with acute stroke are similarly cared for by neurologists from the outset and thrombolysis 
decisions can be made by the hospital team most comfortable with these decisions and most likely to 
be aware of the differential diagnostic challenges of patients admitted with possible stroke. However, 
the lack of onward provision has caused the numbers of stroke patients ‘trapped’ in the hospital to 
become large from time to time which can be a challenge to a relatively small team. Also, most of the 
life threatening health problems of stroke patients are not neurological (aspiration pneumonia, 
thrombosis etc) which may become an increasing challenge to a growing generation of neurologists 
who will have little experience of general medicine and who are not accredited in general medicine.  
 
With the increasing emphasis on seeing and treating patients within a short time frame, satellite 
clinics in a ‘hub and spoke’ model of neurology provision is increasingly inefficient and unable to 
meet the demands placed upon it. At Plymouth, we are not able to provide additional capacity with 
any flexibility to meet the demand at our satellite clinics. We are unlikely to be able to provide cost 
effective satellite clinics where a large travel overhead has to be included in the clinical time and 
where the consultant works alone. Each satellite DGH will need to provide neurologists to meet local 
demand and to have the necessary flexibility (with CPD and other links to the neuroscience centre). 
We plan to withdraw from these clinics. 
 
At Plymouth, our outpatient referral rates have remained relatively static for years (although showing 
a nearly 20% increase this year). We have no ‘urgent’ referral pathway to outpatients as we can see 
these patients on the ward at the request of their GP. The waiting time for outpatients depends upon 
the variability of delivery of clinic capacity as patients are allocated to an individual consultant list 
and then may have to wait if a consultant is attending or on leave.  
 
We plan to provide a daily generic new patient clinic on each weekday (~15 new patients) which will 
provide enough capacity to see the referrals without generating a large queue. The target is to see all 
new referrals within 2 weeks. There will be no need to prioritise patients or to expedite referrals and 
studies show that this also reduces demand (all of the referral demand management systems so far 
used locally are of little value and introduce delay and added complication to the patient journey). 
 
I have the figures and graphs to illustrate the above and will show the daily data now being used to 
plan our service. I shall further expand upon the local challenges that face our model of provision of 
DGH acute neurology and can expand upon the training aspects of this model of care. 
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CRITICAL CARE SERVICES FOR NEUROLOGY PATIENTS IN THE DISTRICT GENERAL 
HOSPITAL 

Evidence to the Working Party of Neurology Services in the District General Hospital 
Submitted by: 
Dr Martin Smith 
Consultant in Neuroscience Critical Care 
The National Hospital for Neurology and Neurosurgery 
University College London Hospitals NHS Foundation Trust 
Queen Square 
London 
 WC1N 3BG 
 
 
Introduction 
Not all critically ill neurology patients require admission to a neuroscience unit. Many such patients 
can be safely and appropriately managed in a District General Hospital (DGH) intensive care unit 
(ICU) so long as members of the critical care team are appropriately skilled and experienced in the 
care of such patients and have access to expert opinion when required [1]. There are some patients 
who would benefit from critical care management in the regional neuroscience centre but current 
pressure on beds means that this is not always possible [2]. Future provision of neuroscience critical 
care capacity should take account of this cohort of neurology patients [3]. 
 
 
Critical care provision for neurological patients in a District General Hospital 
Patients should receive the same the standard of diagnosis, investigation, treatment and general 
supportive care, irrespective of where that care is provided. General intensive care should be provided 
to established standards [4] and, in addition, specialised care, targeted towards the neurological injury, 
should be delivered [3]. Critical care should be provided to neurology patients by a multi-disciplinary 
team of medical and nursing staff and allied health professionals.  
 
Medical staffing 
• Critical care for neurology patients should be provided by a multi-disciplinary team led by a 

consultant in intensive care medicine with the knowledge, skills and experience needed to treat 
this group of patients [3]. These are acquired as part of the core curriculum for training in Intensive 
Care Medicine [5]. Update training is available from various sources, including courses run by the 
Intensive Care Society, Royal College of Anaesthetists and other professional bodies. 

• When a critically ill patient with neurological disease is being managed in a DGH ICU, a named 
consultant neurologist should be identified as the primary liaison for expert opinion on neurological 
aspects of care. This opinion should ideally be available immediately but certainly within 24 hours 
[6]. 

• All trainees in clinical neurology should have structured and substantive training in, and exposure 
to, the critical care management of patients with neurological disease. 
 

Nurse staffing 
• Established guidance recommends that the nurse:patient ratio for patients requiring level 3 and 

level 2 care should be 1:1 and 1:2 respectively [7], but the actual nursing establishment to support 
neurology patients requiring critical care may be higher. For example, it may not be possible to 



leave some level 2 patients with neurological disorders (e.g. recovering brain injury) alone even 
when they are physiological stable and an allowance to cover the need for closer supervision of 
such patients should be made when calculating the nursing establishment [3]. 

 
Allied health professionals 
• Allied health professionals are key members of the multi-professional critical care team and play a 

vital role in providing specialist care to critically ill neurology patients [3]. 
• The level and degree of input from each professional group will vary and depend on the level of 

neurological impairment, resulting physical and cognitive status and the presence of co-
morbidities. However, there should be sufficient numbers of allied health professionals from 
appropriate disciplines to deliver pulmonary care and acute rehabilitation as a minimum. 

 
Facilities 
• Local protocols, agreed between the ICU multidisciplinary team and neurologists, should be in 

place to facilitate management of the neurological aspects of care in the DGH ICU. 
• In addition to the general facilities available to all critically ill patients [4], specific facilities relevant 

to neurology patients (e.g. electrophysiological and other specialist diagnostic services) should be 
available within a clinically appropriate timescale. 

• There should be 24/7 immediate access to CT and access to MRI within clinically acceptable 
timescales. Access to transcranial and carotid Doppler ultrasonography will become increasingly 
important. 

 
Acute rehabilitation 
• Rehabilitation of critically ill neurology patients should start in the acute phase and allied health 

professionals and rehabilitation medicine specialists play a pivotal role in this aspect of care. Their 
specialist skills contribute to ensuring the best possible outcome for patients, particularly after 
brain injury. 

 
Critical Care Outreach 
• The concept of existing critical care outreach services should be applied to neurology patients in 

ward areas in the DGH [8]. 
• In addition, the concept of neuroscience outreach should be adapted by the regional neuroscience 

unit, to support neuroscience patients along their complete care pathway, including in the DGH [3]. 
 
 
Transfer to the regional neuroscience unit 
• Some critically ill neurology patients will require transfer to the neuroscience centre, usually to 

access specialist services. 
• Multi-professional network guidelines, covering the referral, transfer and transportation of 

neurology patients should be agreed between DGH and regional neuroscience unit. These should 
specifically state which patients should be referred to the neuroscience unit and the timescales for 
acceptance by the regional unit as well as repatriation to the DGH after the specialist episode has 
ended.  
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Multidisciplinary Working ~ A Best Practice Guide 

Foreword 
 
Note for Tricia: 
 
Suggested by the working group that we ask Prof. Michael West of the Aston 
University Centre for Health Service Organisation Research to provide a 
foreword as, with his consent,  we have quoted from his work. 
 
Introduction 
 
The National Service Framework (NSF) for Long Term Neurological 
Conditions1

 

 states that “care planning requires an integrated multidisciplinary 
team of people who have the appropriate training, expertise and skills and 
who are able to cross-refer to provide co-ordinated care”. 

The NSF aims to build on recent changes in NHS management and 
commissioning to bring about a structured and systematic approach to 
delivering treatment and care for people with long-term neurological 
conditions.  Commissioners are encouraged to use the NSF in planning 
service developments.  At the heart of the NSF are 11 quality requirements 
(QRs).  These are drawn from and mapped against the core development 
standards in National Standards, Local Action2

 

 and are expected to be fully 
implemented by 2015. 

The QRs are based on currently available evidence, including the experience 
and needs of people with long-term neurological conditions.  They 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.  Linked to each QR are ‘evidence-based markers of good practice’.  
Each piece of evidence cited in the NSF has been reviewed and rated and 
reflects either expert (user/carer/professional) evidence or research based 
evidence. 
 
This guide defines quality criteria for multidisciplinary working based on the 
MND Association’s Standards of Care3

 

 and links these specifically with the 
NSF.  It will assist you in building and developing an integrated team covering 
assessment, care planning and review in line with the NSF.  Finally there is a 
tool for use by teams as an aide to identifying areas where improvements 
could be made and achievements recognised.  Some examples of good 
practice are also included and can be adapted as required. 

The outcome for you as a multidisciplinary team is enhanced, cost effective, 
interdisciplinary working. Coupled with the ability to effectively measure 
performance, review membership and methodology and identify and address 
weaknesses.   

                                                 
1 DoH Publications ©Crown Copyright 2005 ref: 268567 
2 National Standards, Local Action: The Health and Social Care Standards and Planning Framework  
2005/6 – 2007/8 
3 Standards of Care MND Association ref:? 
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What Are The Principles? 

 
 
“A team is a group of individuals who work together to produce or deliver 
services for which they are mutually accountable.  Team members share 
goals and are mutually held accountable for meeting them, they are 
interdependent in their accomplishment, and they affect the results through 
their interactions with one another.  Because the team is held collectively 
accountable, the work of integrating with one another is included among the 
responsibilities of each member”4

 
 

 
The outcome for you as a professional is: - 
 

• A multidisciplinary team openness, with mutual respect of roles 
• Increased cross boundary working and improved communication 
• Development of support networks 
• Development of multidisciplinary teaching and education 
• Access to a wide range of services 

 
For patients and carers there is: - 
 

• Support from diagnosis 
• Easy access to information 
• An opportunity to discuss significant issues supportively and timely 
• Continuity of service provision 
• Enhancement in the quality of the MND service 
• Access to a wide range of services 

 
The findings of a recent study into team working and effectiveness in health 
care5

 

 delivered an important message to those concerned with health care 
organisation and delivery:  “Good team work makes a critical contribution to 
effectiveness and innovation in health care delivery; and also contributes to 
team members’ well being.  Multidisciplinary working is a cost effective way of 
working reducing duplication, minimising gaps in service, enabling knowledge 
to be cascaded and enhancing knowledge and understanding of other 
disciplines.”   The following are ingredients for success. 

 
How Do You Set One Up? 

 
 
Auditing – where are you starting from? 
 
Note for Tricia: this section yet to be drafted by working group 
 
                                                 
4 SA and AM Mohram, SG Cohen ‘Designing team-based organisations’ 
5 Aston University Centre for Health Service Organisation Research 2005 
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The Team 

Who? 
 
Review representation regularly.  Below is a table of key professionals who 
should be involved in your team and a list of those who from time to time you 
will need access to. 
 

 
Key Professionals 

 

 
Ideal/Co-options/Access to 

 
• Care Centre/Neurology Link 
 
• Care Manager 

 
• Dietician 

 
• Occupational Therapist 
 
• Palliative Care 

 
• Physiotherapist 

 
• Respiratory Nurse 

 
• Social Worker 

 
• Speech and Language 

Therapist 
 

 

 
• Carer support 
 
• GP 

 
• Community Nurse 

 
• Rehab. Consultant 

 
• Gastroenterologist/PEG Team 

 
• Continuing Care Assessor 

 
• Pharmacist  

 
• Psychologist 

 
• Respiratory Physician 

 
• Wheelchair Service 

 
• Housing 

 
• Benefits Adviser 

 
• Care Agencies 

 
• Spiritual Support 

 
 

MND Association 
 

 
 
Leadership 
 
Clear leadership that defines the aims and objectives of the team and 
keeps the group to task using its terms of reference.  These terms of 
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reference will include practical issues such as time and place of meeting 
and professional issues such confidentiality. 
 
 
 
What is clear leadership in teams? 
 
Clear leadership involves creating alignment amongst team members 
around shared objectives, and strategies to obtain them; increasing 
enthusiasm and excitement about the work, and maintaining a sense of 
optimism and confidence; helping those within the team appreciate each 
others’ contribution and helping them to learn how to confront and resolve 
differences constructively; helping people to co-ordinate activities, and 
continuously improve; helping them to develop their capabilities and 
encouraging flexibility; and offering objective analysis of processes and 
encouraging collective learning about better ways to work together6

  
. 

 
Sustainability 
 
Team members may by choice, or through managerial pressure, stop 
attending the team meetings if they are not dealing with a person with 
MND.  It can then be difficult to re-engage these professionals and 
expertise is lost. 

 
The team needs to build in flexibility to its structure, to allow for fluctuations 
in patient numbers and consequent possible losses of team members, by 
using the team to address other planning or educational work. 

 
The MDT not only has a vital role in co-ordinating patient care, but also in 
taking a lead on broader issues such as carers’ needs, pathways of care, 
process mapping, NSF implementation and palliative care services.   The 
sharing of good practice and expertise within the team and through SIGs, 
and study days, raises the skill levels of the team members and the wider 
pool of professionals. 

 
The MDT can be an influential body, championing individual patient needs, 
and raising broader issues with commissioners and providers 
 
The Process 
 
o Meet regularly 
 
 
The best and most cost effective outcomes for patients and clients are 
achieved when professionals work together, learn together, engage in 
clinical audit of outcomes together and generate innovation to ensure 
progress in practice and service7

 
 

                                                 
 
6+7 Professor Michael West ‘Team working and effectiveness in Health Care’ 
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Most teams find that meeting quarterly is adequate but have the 
flexibility to meet more often when required.   

   
o Communication8

 
 

• The care planning process needs an integrated multidisciplinary, 
multi-agency team who are able to cross-refer to provide co-
ordinated care. 

• Information and ideas need to be shared between different 
teams/individuals involved. 

• Recording of notes should be an agreed process within and 
between teams. 

 
o Documentation9

 
 

• Professionals need access to up-to-date case notes, either in 
manual or electronic form, and patient-held records 

• An integrated system of assessment and care planning can prevent 
unnecessary reassessment and repetition of basic information. 

• Care pathways should include how documentation is to be 
recorded. 

 
o Audit10

 
 

• To be drafted 
• To be drafted 
 

o Review11

 
 

• To be drafted 
• To be drafted 

 
 

 
What does it mean for the person with MND and their carer? 

The benefits: 
 
Timely Referral12

 
 

‘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.’13

 
 

• Regular monitoring and review is needed to ensure that people know 
how to access services through self-referral if their needs change. 

                                                 
8 NSF LTNC QR1 Developing integrated care planning and review 
9 Evidence based marker 1 of good practice for QR1 NSF LTNC 
10 MND Association Standards of Care Audit tool Kit 
11 QR1 NSF  LTNC 
12 Evidence based marker 1 of good practice for QR1 NSF LTNC 
13 QR2 NSF LTNC 
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• Good care planning across all agencies will ensure a rapid and flexible 
response to changing needs so these services can be provided 
promptly i.e. nutritional management, home ventilatory support, 
communication aids and electronic assistive technology. 

 
Single Point of Contact14

 
 

• This describes one of a range of professionals in the neurological or 
rehabilitation team, or a care co-ordinator. 

• This person helps to access appropriate information and advice about 
the condition and the services available. 

• They ensure the individual and their family are informed about the 
current stage and prepared for how rapidly their care and support 
needs may change. 

 
Rotating Key Worker15

 
 

• An individual’s key worker may change at different times because of 
the changing emphasis on the need for and amount of contact with a 
particular professional. 

• Whoever has most contact with an individual can be responsible for 
communicating information to the rest of the team(s) involved. 

• A decision can be made about the need to change the key worker at a 
multidisciplinary meeting, however often this is required. 

 
Review of Cases16

 
 

• Enough flexibility is needed to allow for both planned and unplanned 
reviews when an individual’s condition suddenly deteriorates or their 
circumstances change. 

• Regular reviews of medication are needed. 
 
Involvement in their own management17

 
 including: - 

Ensuring an Individual’s Information Needs are Met18

 
 

o An individual should be given the information needed to make informed 
decisions about their care and treatment. 

o Where appropriate, this information is given to support them to manage 
their condition themselves. 

o Successful care planning is person-centred and recognises that needs 
will change over time, including the nature of information required by 
both the individual and their carer. 

o The individual and their carer should be informed about the current 
stage and be prepared for how rapidly their care and support needs 
may change. 

                                                 
14 Evidence based marker 2 of good practice for QR1 NSF LTNC 
15 Evidence based marker 2 of good practice for QR1 NSF LTNC 
16 QR1 and QR 1 Evidence based marker 1 NSF LTNC 
17 Evidence based marker 5 of good practice for QR1 NSF LTNC 
18 Evidence based markers 4 and 5 of good practice for QR1 NSF LTNC 
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Palliative Care and When Someone Dies19

 
 

o From diagnosis, an individual’s spiritual and emotional needs should be 
addressed alongside medical and practical considerations, but this may 
be of paramount importance to those affected by MND in the later 
stages of the disease. 

o Liaison within and between teams is needed to ensure the carer has an 
appropriate level of contact pre and post-bereavement. 

o The carer should be provided with useful contacts, local and national, 
for both pre and post-bereavement support/counselling. 

 
 

 
Influencing and Education 

• Monitor for gaps in provision of a service/equipment. 
• Promote speedy and flexible provision of services and equipment. 
• Liaison with the MND Association can help to identify where energies 

can be targeted to influence that provision. 
• Membership of a local MND Association Special Interest Group can 

provide ongoing education through study events, discussion of cases 
and looking at local service provision. 

• This promotes learning between different health and social care 
disciplines and encourages sharing of ideas. 

• Access DoH web based guidelines for implementing the NSF and 
accessing examples of good practice20

 
 

 

 
Conclusion 

The challenge for NHS managers and team members is to understand and 
implement multidisciplinary working across their organisations by developing 
appropriate communication, education, training and integration of systems,  
this ensures the best use of available resources in delivering high quality 
patient care to people living with MND in your communities. 
 

 
• Health care teams that have clear objectives, high levels of 

participation, emphasis on quality and support for innovation, provide 
high quality patient care 

 
• Members of teams that work well together have relatively low levels of 

stress 
 
• In multidisciplinary teams a diverse range of professional groups 

working together is associated with higher levels of innovation in 
patient care21

                                                 
19 QR 9 and QR9 Evidence based marker 2 NSF LTNC 

 

20www.dh.gov.uk/en/Policyandguidance/Healthandsocialcaretopics/Longtermconditions/Bestpractice 
21 Professor Michael West ‘Team Working an effectiveness in Health Care’ 
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~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~~ 
 
Annex/supporting documentation 
 

• Standards of Care for people with MND 
• Standards of Care Audit tool 
• Delivering the NSF for rapidly progressing conditions 
• Clinical Guidelines (Making and Communicating the diagnosis, 

Nutritional Management and Respiratory management) 
 
All of the above are available for download from the professional area of our 
website www.mndassociation.org. If you do not have access to the internet 
please give us a call on 08457 626262. 
 
 
 
Examples of the following are attached for information 
 

• Terms of reference  
• Care Pathway  
• Protocol  

 
 
 
Additional reading: 
 
Leigh, P.N. et al 
The Management of MND. J Neurol Neurosurg Psychiatry. 2003. Vol 74. 
(Supp iv) iv32-iv47 
 
Howard, R.S et al 
Management of MND. Postgrad Med J. 2002. Vol 78. 736-41 
 
Corr, B. et al 
Service provision for patients with ALS/MND: a cast effective multidisciplinary 
approach. J Neurol Sciences. 1998 Vol 160 (Supp 1) S141-S145 
 
Further information, advice and support 
 
Please contact  MND Connect on 08457 626262 
 
Note: insert MND Connect logo here 
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What is needed from neurology services in the future by people with Motor Neurone 
Disease?  
 
MND Association response: 
 

• Overview of MND and the MND Association 
 

• Examples of good practice 
 

• Tools to support the improvement of neurology services. 
 
RESPONSE 1 - MND ASSOCIATION 
 
Motor neurone disease (MND) is a rare, progressive neurodegenerative disorder that is inevitably fatal and has an 
average survival time of between 12 and 18 months from diagnosis. Insidious onset and non-specific symptoms 
can delay referral to neurology services, diagnosis and subsequent access to relevant community support. Rapid 
multidisciplinary assessment and prompt intervention is essential for this client group. 
The MND Association is the sole national organisation representing people with and affected by MND in England, 
Wales and Northern Ireland, with approximately 90 volunteer-led branches and 3,000 volunteers.  The Association 
funds cutting-edge research into MND, provides support and non means-tested care services for people living with 
MND and their carers. 
 
RESPONSE 2 - EXAMPLES OF GOOD PRACTICE 
 
Care Centres 
 
The Care Centre programme was funded and developed by the MND Association in 1995 with 3 specific aims 1) 
Deliver the highest standard of coordinated/integrated care to plwMND, 2) Act as a tertiary centre, 3) Provide 
educational opportunities and dissemination of good practice. 
Development since then includes 17 sites across England, Wales & N Ireland with many Co-ordinator roles now 
supported financially by local authority following successful evaluation of the projects, increased ‘networking’ to 
provide effective specialist support for local more generalist services, resulting in more efficient use of resources by 
co-ordinated working practice and enablement of research opportunities. 
 
Multidisciplinary teams  
 
A wide range of teams have become established to specifically address the needs of people living with MND 
locally. These ‘virtual’ teams have subsequently realised that if you get it right for someone with MND then the 
model will transfer to a number of different neurological conditions and thus ‘Long Term Conditions’ Groups have 
evolved, providing greatly improved outcomes for a wide range of individuals. Closer  working relationships 
between, Health, Social Care and Third Sector representatives has also resulted in much more efficient and 
effective use of resources and a more co-ordinated approach to service provision and direct positive outcomes for 
the person with MND> 
 
RESPONSE 3 - TOOLS TO SUPPORT THE IMPROVEMENT OF NEUROLOGY SERVICES. 
 

1. MND  Association Standards of care 
A set of key principles developed in 1997 that underpin care of people living with MND – provided in 
partnership between statutory services and the Association. 
2. Year of Care  
The MND Year of Care Pathway is an innovative tool to help the NHS and Adult Social care improve the 
provision of services for people with complex neurological conditions such as MND.  
3. Multidisciplinary Working – A Best Practice Guide 
A booklet describing the benefits of cross boundary working and how to set up local teams that include all 
essential services of benefit to people with MND. 
4. Clinical Guidelines  
A series of information pamphlets aimed at guiding clinical practice to ensure that people with MND get the 
best possible care available.  

 
Summary 
 
MND is unique. It is a difficult disease to deal with as there is inevitability about it but these tools and brief 
examples of good practice demonstrate huge strides in quality of life. What works for MND will work for other 
diseases but not the other way round!  
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Response from the MS Trust to the Working group of the Royal College of 
Physicians on local health services for people with neurological conditions. 

 
Introduction 
 
Multiple sclerosis is the leading cause of disability in young 
adults. People are typically diagnosed at a median age of 30 
years. Over time, MS normally becomes progressive, 
debilitating and causes complex disability. Life expectancy 
with MS is similar to normal so consequently management of 
MS is a long-term team effort. 
MS is a very variable condition and most patients will 
develop a range of fluctuating symptoms, both physical and 
cognitive, which take time to assess and manage. 
Additionally, significant levels of coexisting conditions such as depression are found 
in any MS patient population. 
Studies have estimated that within five years of diagnosis, 70-80% of people with 
multiple sclerosis are likely to be unemployed.1 European studies also estimate that 
health costs for individuals with MS who are not well-supported run in significant 
excess of £40,000 per person per year.2 Recent research suggests that treating 
relapsing/remitting MS around the time of diagnosis with an immune-modulator will 
postpone long-term disability.3 

MS as for a number of other autoimmune conditions is not preventable as there is 
currently no identified trigger. It is therefore imperative that services are structured to 
support people with this life long condition, in a way that maximises their quality of life 
and minimises NHS costs as far as possible. 
 
What should a good service for MS look like? 
 
People with MS may, at some point in their condition, require acute care, planned 
care, long-term conditions care, end-of-life care and mental health services.  
National guidelines exist for managing MS, in the form of the NICE Guideline for the 
management of multiple sclerosis. Clinical Guideline 8, and the National service 
framework for long-term conditions, which is focused on neurological conditions, we 
would expect to see these fully adopted rather than reinventing the wheel. 4,5  Both 
these pieces of guidance have lacked any consistent implementation to date and yet 
properly used, can bring about cost-savings to the NHS in terms of reduced 
unplanned admissions, reduced length of stay, improving rates of employment 
among the MS population and general health promotion in an often difficult 
population. The management of MS requires input from specialists working together 
in teams with other multi-disciplinary staff. 
 
The MS Trust has audited the implementation of the NICE guideline for MS in both 
2006, and 2008. Results from the most recent audit can be viewed on the RCP 
website but key results were: 

1. Rehabilitation services are inadequate across England and Wales 
2. Pressure sores are a significant complication for people with MS and continue 

to develop – a sign of poor management  
3. The time from referral to diagnosis is still not hitting the NHS targets in some 

areas.  
 
Complex case management requires an appropriate pathway and an MS 
commissioning pathway has recently been developed by the MS Trust in conjunction 
with all the organisations involved with MS management including the Royal College 



of Physicians and we would wish to see this implemented. This pathway can be 
found on the DH website at: 
http://www.dh.gov.uk/en/Healthcare/NationalServiceFrameworks/Long-
termNeurologicalConditionsNSF/index.htm 
 
 
The MS Trust believes that for an effective service to be in place for MS action needs 
to be taken at two levels: 
 
1. SHA-level commissioning by a specialised commissioning group to ensure that 
all PCTs have equal access to and appropriate clinical pathways for referring difficult 
cases to tertiary care where appropriate. Tertiary care is envisaged as being 
necessary for cases of disputed or uncertain diagnosis, rare or unusual variants of 
MS, for complex inpatient neuro-rehabilitation and for complex symptomatic 
management. Paediatric MS would also require specialist services. 

 
2. PCT level commissioning to ensure prompt referral for diagnosis at specialised 
centres, access to an MS specialist nurse for everyone affected by MS from the point 
of diagnosis onwards, prompt access to relapse assessment and treatment, prompt 
referral to prescribing centres for disease-modifying treatment, appropriate and timely 
access to specialised inpatient neurorehabilitation, and appropriate and timely 
access to vocational rehabilitation. Community based rehabilitation will also be 
required. 
 
The MS Trust would also wish to highlight the need for the following specific services 
which are at best provided inconsistently. 
 
 Respite care 

Access to short- and long-term respite care that is appropriate to the 
neurological needs and the age-group of people with this condition including 
end-of-life care is required locally. A small number of people with MS, 
approximately 3-5% of the MS population, live in long-term care settings. In 
both cases, most of these people are aged under 65. Providing this care will 
involve integrated commissioning of services, and may require commissioning 
support from third-sector organisations such as Sue Ryder Care. MS 
specialist nurses have a role here in teaching and supporting care 
organisations to provide appropriate levels of support.  

 
 Equipment 

Equipment may be a vital part of the management of MS and timely, equitable 
and appropriate access to equipment is important in all localities. At any one 
time, we anticipate that around 25% of the MS population will need some 
form of equipment or adaptation to aid activities of daily living.  

 
 
 MS specialist nurses 

Specialist help should be available close to home, in community settings as 
well as in specialist centres. MS Specialist nurses are ideally placed to 
provide that help. Research has shown that they are instrumental in reducing 
the number of unplanned admissions and length of stay by people with MS, 
and are significantly cost-effective.7,8 

Current best practice guidelines suggest a caseload of 300 people with MS to 
each MS specialist nurse. Competencies have recently been developed for 
MS specialist nurses. (MS Trust 2008) 

 



 Psychological services 
Psychology services, especially neuro-psychology services are currently 
under-resourced. It is not uncommon for a hospital neuro-psychology service 
to assess an individual with MS but then discharge without treatment to non-
existent community psychological services. It has been estimated that there is 
a lifetime prevalence of around 25%-50% of serious depression in people with 
MS, or around three times that in the general population.9  

 
 Therapy services including rehabilitation services 

Access to physiotherapy, occupational therapy and speech and language 
therapy are currently under-resourced. We anticipate that the majority of the 
MS population - around 90% - will at some point access rehabilitation and 
therapy services. This probably equates to around 15% needing therapy 
services at any one time. We envisage a two-tier system whereby very 
specialised help is available in specialist centres, with specialist neuro-
therapy teams upskilling therapists in local community settings to ensure they 
are providing the best available care to individuals in their locality.  
Access to speech and language therapists is particularly significant for 
individuals with advanced MS to pre-empt difficulties with communication and 
swallowing which can significantly reduce quality of life in late-stage MS. This 
is a small number of people with MS, probably around 3% of the population at 
any one time. Again we would envisage a specialist with a remit to upskill 
local therapy teams. 

 
Conclusions 
 
The MS Trust is very pleased that the Royal College of Physicians is reviewing local 
health services for people with neurological conditions. We recognise the difficulty of 
developing services for complex long-term conditions but in view of the evidence that 
now exists we hope that the RCP will be able to a pragmatic framework for service 
improvement which balances services close to home with the need for expert 
specialist advice.  
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NHS Bolton Neurological Conditions 

 
Service Description 

 
NHS Bolton has redesigned Neurological services following consultation and 
the following is an overview of the planned developments. The service model 
consists of 3 elements: 

1. Neurological Clinical Assessments and Treatment Service (CATS) 
2. Neurological Long-term Conditions service (LTC) 
3. In-patient assessment 

 
 
1. 
 

Bolton Neuro ICATS  

 
Objectives 

The principle objectives for the Neurosciences CATS model are:- 
 

• Triaged access to imaging (x-rays and scans) with support of a 
specialist neuroscience (Multi-disciplinary Team) MDT will shorten 
the patient pathway from GP consultation to diagnosis and 
treatment  

• Increased numbers of patients managed in primary care with a 
reduction in demand for hospital care. 

• Serious conditions will be detected more rapidly with positive effects 
on patient outcome. 

 

 
Background 

The 2008 Government targets require referral to treatment within 18 weeks.  
Current practices did not enable this target to be met in most specialities, 
including neurosciences.  The Integrated Clinical Assessment and Treatment 
Services (ICATS) will deliver a pathway of care that bypasses the need for 
hospital assessment by a consultant before

 

 imaging.    This will shorten the 
pathways from GP referral to treatment while improving quality of care. 

The MDT comprises of a Neurologist, Neurosurgeon and Neuro-radiologist, 
supported by colleagues in neurosciences, the hospital management and 
Salford Royal Hospital.  Full internal clinical audit and external evaluation are 
in place.   
 
 
2. 
 

Bolton Long Term Conditions Service 

 
Vision 

To develop a comprehensive, Neurological Long-term Condition service for Bolton 
patients.  This service will incorporate local specialist expertise and involve a 
complete remodelling of our existing services and build on capacity to provide new, 
innovative and timely services in line with the long term management agenda. The 
Consultant led clinical team will include a full mix of health care professionals. This 



will provide a holistic approach for patients by the whole multi-disciplinary team and 
will link with all agencies and the voluntary sector whilst incorporating the patients’ 
needs and views on their individual care. We will improve MDT working through co-
location and training. We will recruit to a Neuro Psychologist who will be shared 
across the whole Long-term Condition pathway and their will be opportunities for staff 
to develop and share specialist skills within the team. 
The key service aims are: 

• One stop referral point for all long term neurological conditions requiring 
specialist assessment, treatment, therapy, counselling/psychology, support, 
advice and information.  

• To provide a multi-professional assessment, treatment, rehabilitation and 
clinical management service for appropriate new patients referred via the 
Neurology CATS. Also to accept self referrals and referrals from GPs and 
other health and social care practitioners for patients following diagnosis or 
for those who have been previously been assessed by the CATS service who 
present with new needs and require long term therapy. 

• To integrate existing neurological rehabilitation and treatment teams for those 
patients with long term therapy needs. 

• To deliver services for: headaches; neuropathy; numbness; MND; dystonia; 
vertigio, dizziness, unsteadiness or balance disorders within the LTC 
Neurology Service 

•  To establish clear joint protocols and pathways with the Neurology CATS to 
enable seamless transfer of care and urgent referral back when necessary. 

• To work with the CAT provider to establish medical input across both 
elements of service where appropriate. 

• To provide access to rapid re-assessments and intervention where 
necessary, within 48 hours, for those patients with a rapidly progressing 
condition. 

• To provide the full range of rehabilitation, advice, monitoring and support for 
patients referred to meet their continuing and changing needs. 

• To provide education to primary care colleagues to support effective chronic 
disease management in GP practice and work in close liaison with GPs to 
ensure timely transfer of information. 

• To ensure that all staff within the Chronic Disease Management Service has 
access to the PCT clinical supervision structure and weekly CPD sessions, 
this can be delivered jointly with the Neurology CAT provider. 

• To contribute to the improved health and well being of the local population 
• To ensure patients receive care ‘closer to home’ where applicable/chosen, 

delivered under the principles of the right person, right time, right place. 
 

3. 
 

In - patient assessment 

There will be in-reach into the Royal Bolton Hospital for in-patients. 
 
If it is a new neurological condition then there will be in reach from Specialists 
Neurologist form Salford Royal. This is being arranged through an agreement 
between Royal Bolton and Salford Royal Hospitals. 
 
If there is an existing neurological conditions there will be in reach from the 
Neurological Long-Term Conditions service. This is being arranged through 
an agreement with NHS Bolton and Royal Bolton Hospital. 
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Provision of Clinical Neurophysiology Services to District General Hospitals in the UK: 

Submission on behalf of British Society for Clinical Neurophysiology (BSCN) by 

Dr Peter Heath - President & 

Dr Louis Merton - DH Workforce Review Team 

 

Clinical Neurophysiological Services are provided in the UK, primarily by specifically trained 
Consultant Clinical Neurophysiologists, supported by technical staff. This is supplemented to 
a small part on an ad hoc basis locally by others including Neurologists, Rheumatologists and 
a handful of Clinical Scientists with subspecialty interests. 

Most Consultant Clinical Neurophysiologists are based in Neuroscience Centres or larger 
District General Hospitals with neurological services. Many consultants also cover local 
DGHs from their bases in the tertiary referral centres on a ‘hub and spoke’ model. 
Nonetheless, few consultants are based in DGHs and in general access to Clinical 
Neurophysiological Services to support their needs is much more difficult, often requiring 
patients to travel considerable distances. 

The number of Consultant Clinical Neurophysiologists in the UK has risen only slowly in 
recent years, now to around 100, and this has been a serious limiting factor to wait-times, 
which until recently were often clinically, seriously unacceptable.  A raft of measures has 
been implemented over the past few years by the Clinical Neurophysiology Leadership 
Group (CNLG), representing both the BSCN and the Association of Neurophysiological 
Scientists (ANS), in response to the DH 18 week target – such that wait-times for Clinical 
Neurophysiological Services in the UK are now almost universally within 6 weeks. 

1. A large (temporary) increase in capacity has been achieved by treatment initiatives, 
undertaken by Clinical Neurophysiologists. 

2. The role of technical staff (Clinical Scientists) has been extended to provide nerve 
conduction screening, non-complex intra-operative Neurophysiological monitoring 
and some normal reporting of investigations. 

3. Services has been reorganised locally to incorporate new ways of working. 

 

Meanwhile there has been a steady slow expansion of training posts in Clinical 
Neurophysiology to almost 40, such that projections are now for a sustained slow expansion 
in Consultant Clinical Neurophysiological workforce. 

Sustainability of wait-times is now a major issue to be addressed. 



Despite all this, access to Clinical Neurophysiology Services in smaller DGHs remains 
difficult:  

Though provision of non-complex peripheral neurophysiological and EEG techniques to 
support Neurological services is important it probably amounts to only around 30% of 
Clinical Neurophysiological Services required by DGHs.  

 Complex EMG & EEG require facilities only ever likely to be available in Neuroscience 
Centres. 

 Much demand for Clinical Neurophysiology Services comes from specialities other 
than Neurology – notably Orthopaedics, Rheumatology, General Medicine, 
Paediatrics, Neurosurgery, Ophthalmology, Psychiatry etc 

In recent years, training of specialists in Clinical Neurophysiology and Neurology has grown 
closer, with the development of Curricula which overlap and the establishment of 
competencies for modules, particularly that for Neurologists to attain competency in 
Peripheral Neurophysiological techniques – either by way of a post-CCT Fellowship or a 
module additional to CCT training. The intention is that these should enable Consultant 
Neurologists to develop a specialist interest in neuromuscular disease, often within the 
framework of a supporting Clinical Neurophysiology Centre. In practice such individual may 
also be employed locally to provide a limited service additional to their primary neurological 
responsibilities. However, this is never likely to address the scale of the wider problem to 
DGHs outlined above, nor be a very efficient way of addressing this issue. Extending 
Neurological training by at least 1 year to provide only 1 or at most 2 clinics per week is 
always going to be less efficient than employing a Consultant Clinical Neurophysiologist. The 
problem has always been the scarcity of Consultant Clinical Neurophysiologists to enable 
outreach services to DGHs. 

As a Speciality Clinical Neurophysiology has recently embraced changes outlined above, 
which have improved the provision of Clinical Neurophysiological Services, though we 
accept much remains to be done to make these more widely available and equitable around 
the UK, particularly in respect of DGHs. We are of the view that the further development of 
‘hub and spoke’ arrangements are the best way forward to properly provide Clinical 
Neurophysiological support to DGHs, including Neurological Services. This is likely to require 
the improvement of outreach services to DGHs from established Neuroscience Centres, by 
way of expansion of the numbers of Consultant Clinical Neurophysiologists and roles of 
technical support staff and the establishment of formal arrangements with local Trusts & 
PCTs to provide Clinical Neurophysiological at a local level. There is also likely to be a need 
to invest in facilities locally, in establishing satellite departments with the necessary staff, 
equipment and facilities. 
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Working party of Neurology Services in the DGH  
Royal College of Physicians London 

 
1.0 INTRODUCTION 
 
With a membership of over 390,000 registered nurses, midwives, health visitors, 
nursing students, health care assistants and nurse cadets, the Royal College of Nursing 
(RCN) is the voice of nursing across the UK and the largest professional union of 
nursing staff in the world.  RCN members work in a variety of hospital and 
community settings in the NHS and the independent sector.  The RCN promotes 
patient and nursing interests on a wide range of issues by working closely with the 
Government, the UK parliaments and other national and European political 
institutions, trade unions, professional bodies and voluntary organisations.  
 
1.1. This paper outlines the RCNs concerns for neurology nursing over the next 5 

years.  
 
2.0        THE CURRENT SITUATION  
 
2.1  The management of neurological conditions in both community and hospital 

settings requires the input of specialists working together in teams with other 
multidisciplinary multi-agency staff. This includes neurologists, rehabilitation 
physicians, palliative care physicians, geriatricians, specialist nurses, 
therapists and clinical neuropsychologists. This approach is best for patient 
care and additionally allows opportunities for ongoing training and support 
which is beneficial to all.   

  
2.2 Competencies for managing neurological patients have been developed by 

Skills for Health (2005) as well as by other organisations including the 
Specialist Advisory Committees of JCHMT for neurologists, rehabilitation 
physicians and geriatricians in training and by nurse for example Parkinson’s 
disease nurse specialists (PDNS), MS nurse specialists  (PDS 2005, MS Trust 
2008) etc.  The Royal College of Nursing is concerned that there appears to be 
a misguided view that the management of neurological conditions requires 
little specialist medical/ nursing/ therapy input which can be managed by non 
medical/non-specialist staff often working in isolation without a critical mass 
of specialist expertise needed to deliver care.   

 
2.3 The NSF for Long Term Neurological Conditions (LTnC)has set out as a 

principal requirement the need for an appropriately skilled workforce to 
manage people for LTnCs. The same is true for all neurological conditions 
whether acute or chronic.  

  
2.5 Consultants have been under pressures from the requirement to achieve access 

targets for 2008, to deliver increasing acute care, the European Working Time 
Directive and new consultant contract as well as to deliver care in line with the 
NICE Guidelines for example for MS, Epilepsy, Head Injury and Parkinson’s 
Disease (PD).  
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2.6  Over the last three years the RCN has publicly raised its concerns on a number 
of occasions about the reduction in neurological nurse specialist posts at a time 
when investment should be occurring. 

 
2.7  The NHS cannot afford to lose neurology specialist nursing posts. These posts 

have been created because of patient need and there is no evidence to show 
that patient dependency, throughput or occupancy is declining. The causes of 
deficits are complex and are associated with a significant number of new 
policies. There has been a lack of the cost benefits analysis and understanding 
of the role of these specialist posts across nursing and allied health professions 
which should be taken into consideration. Financial pressures are the key 
driver behind proposals in many Trusts to reorganise or reconfigure services 
and staff. Small teams often working across traditional NHS boundaries such 
as acquired brain injury rehabilitation teams, have proved particularly 
vulnerable, despite the strong body of evidence to support their efficacy & 
cost effectiveness. 

 
2.8  Failure to appoint specialist neurology nursing posts in areas PD, multiple 

sclerosis (MS) and epilepsy has been noted by the Third Sector as well as the 
RCN and a workforce document was produced in May 2008 as a result of this 
(DH 2008).  

 
3.0  WORKFORCE AND PROCESS RE-ENGINEERING 
 
3.1  Neurology nursing posts are being lost through a variety of different ways:  
 

a) Redeployment into alternative posts  
b) Frozen posts or jobs lost via “natural wastage” where work is undertaken 

by existing staff at lower grades who do not have the necessary expertise 
to maintain the neurology role 

 
3.2  Changing Roles. This feature of deficit management takes two main forms; 
 

a) Where Trusts have been required to reduce costs but retain services the 
content of job descriptions has been  redrafted and/or restructured with 
role parameters changed 

b) Where a nurse has a combination of clinical and managerial roles within 
their post, the clinical component is being reduced or removed so that the 
focus is on their managerial function  

 
3.1 Future post registration training of nursing will follow defined pathways; for 

example a Long-term conditions pathway will over most neurology nurses 
working within chronic neurology areas but it is vital neurology nursing is 
well represented within these pathways for both acute and chronic care.  

 
4.0 COSTING 
 
4.1 The cost benefits of using neurology nurse specialists are not currently taken 

into account. Examples below relate to PD.  
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• Expert opinion estimates that PDNS care can reduce admission for PD by 
50%. Hospital inpatient and outpatient figures obtained from Hospital 
Episodic Statistics data (HES). This showed 6,313 admissions for PD in 
2004/5. Cost data of £1,220 per admission (2006/7 PbR tariff) this would 
indicate a PDNS could reduce care for 3,157 patients. 

 
• Expert opinion suggests PDNS can potentially reduce outpatient care by 

40% by taking over clinical monitoring and medication adjustment. 
Outpatient attendance for PD is estimated at 62,569 which is 14% 
neurology follow up OP attendance (Reference costs 2005). Based on HES 
data 2004/5 PD represents 14% of all finished consultant episodes (FCE) 
which has been used as the basis for estimating the proportion of OP 
attendance. Cost data of £103 per attendance obtained from the 2006/7 
PbR tariff. The above assumptions lead to an estimate saving of £6 million 
when providing this service by a PDNS (NICE 2006)    

 
5.0  AN AGEING POPULATION 
 
5.1  As the population ages, a significant proportion of patients will have 

neurological conditions. Knowledge and training in the management of these 
are essential skills. It is vital this is recognised and that the Royal Colleges 
articulate this fact.  

  
6.0  RECOMMENDATIONS 
 
6.1 There needs to be a critical mass of neurology nurse specialists in order that 

informed neurology care can be delivered and this fact should be articulated 
by the Royal Colleges.  

 
6.2   The relative invisibility of the specialist contribution to quality patient care 

should be made much more visible and explicit. Mechanisms to achieve this 
include; 

 
a) Establishing national benchmark data sets on both the numbers 

  of staff and the grade mix for different specialisms 
b) Determining what the nursing/ therapy contribution is for each  

HRGs which would then assist in costing for the new tariff  
  system 

c) Nursing Metrics for neurology  
d) Building on the existing evidence base, commission research to consider 

the optimum skill mix in relation to patient outcomes 
e) Transition programmes that enable nurses working in none neurology 

areas to gain the required skills to work in neurology teams  
f) Caseload recommendations for practice  
g) The ability to work between secondary and community care.   

  
Sue Thomas  
Nursing Policy and and Practice Adviser  
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Neurology and Stroke in District General Hospitals 
Dr Tony Rudd 
Consultant Stroke Physician, Guy’s and St Thomas’ NHS Foundation Trust 
Stroke Programme Director Clinical Standards Department, Royal College of 
Physicians, London 
 
Background 
Until recently the perception has been prevalent that the majority of neurologists did 
not regard stroke as being a neurological condition that needed the input of 
neurologists. This was perhaps understandable given the small number of consultant 
neurology posts in the UK. The development of stroke as a specialty has been led for 
much of the last 20 years by geriatricians (with a few notable exceptions). Perhaps as 
a result of this the UK has been a world leader in developing specialist rehabilitation 
facilities, both in hospital and the community. We have however lagged behind many 
parts of Europe and some hospitals in the USA in developing acute care and care for 
patients with TIA. The UK is exceptional in not routinely having involvement of 
neurologists in the management of stroke.  
 
The latest National Sentinel Audit figures show that only 0.8% of patients in England, 
Wales and Northern Ireland were thrombolysed between April 2007 and March 2008. 
Less than 20% of patients were admitted directly to specialist acute stroke beds and 
many of these units did not meet the 5 key quality characteristics defined by the audit. 
There are long delays in patients with TIA getting a diagnosis and those who need 
carotid endarterectomy often have a completed stroke prior to getting to the operating 
theatre. 
 
These deficits have been recognised by the Department of Health, Commissioners and 
Clinicians and are being addressed by the 10 year National Stroke Strategy. The 
British Association of Stroke Physicians is the principal medical professional 
organisation that represents medical stroke care and has a membership that includes 
geriatricians and neurologists, as well as a few rehabilitation specialists and clinical 
pharmacologists. It recognises that the best stroke care is likely to be delivered by 
collaboration between the different specialties.  
 
The key factor within each hospital is that the range of skills in each DGH should be 
adequate to provide high quality care for the entire patient pathway. This may be 
provided solely by geriatricians, neurologists or a combination of both depending 
upon the individual interests and competencies of the employed doctors. At St 
Thomas’ where I work the stroke service was originally set up by me (a geriatrician) 
but from the outset I was fortunate to have the support and clinical input from Dr 
Ralph Ross Russell. This was invaluable in firstly giving reassurance to the general 
physicians that their patients would still be seen by a ‘proper’ doctor but also 
providing me with easy access to a range of skills and expertise that I did not have. It 
was also a fruitful way of developing an active research agenda. This working 
relationship has continued over the last 20 years and currently is provided by Dr Paul 
Holmes who continues to join me for a joint ward round weekly, is always available 
to discuss complex patients. We run a joint neurovascular clinic. This close alliance 
has I believe led to the best of both worlds with improved quality of care for patients. 
As a clinician it is a model that provides excellent clinical governance. 
 



Recommendations  
• All neurologists in training should have exposure to stroke management by 

being attached to a high quality stroke service for part of their programme 
• Some neurology training posts should include the additional one year to 

provide full subspecialty accreditation in stroke 
• All consultant neurologists working in DGHs should be encouraged to develop 

a collaborative relationship with the other clinicians delivering the stroke 
service and be prepared to take a leadership role in developing and delivering 
the service where this does not already exist. There are many services where 
this leadership is absent and this is the principle reason why many services 
have failed to develop high quality care 

• Existing consultant neurologists who are going to be involved in delivering 
hyperacute stroke care should have access to further training to achieve the 
necessary competencies and should be encouraged to join BASP 

• Neurologists should not assume that they are the only clinicians who have the 
skills to provide care (this is a prevalent belief in Europe). There is a 
perception (maybe unfairly) that neurologists are now trying to ‘muscle in’ to 
stroke services having ignored the disease until now because they have 
suddenly realised that considerable resources are being devoted to the disease. 
There are many stroke physicians who do not have neurology as their primary 
specialty who are providing good care. This situation means that neurologists 
wishing to become involved in stroke care need to develop good diplomatic 
skills. 

• As thrombolysis becomes more widely delivered it is going to be important to 
provide 24 hour specialty rotas. It is likely that in most hospitals neurologists 
will need to participate in these on call commitments. This should however 
only occur where the neurologist has received the necessary training. 

• A similar situation exists for the urgent assessment and management of TIA 
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EVALUATION OF A NEW POST: THE WEST BERKSHIRE CLINICAL 
NURSE SPECIALIST FOR RARE NEUROLOGICAL CONDITIONS 
 

Evaluation Summary 
This specialist nursing post was funded by 4 Berkshire charities: the West Berkshire 
Neurological Alliance, the Motor Neurone Disease Association (Reading and West 
Berkshire), British Polio Fellowship (Berkshire branch) and Huntington’s Disease 
Association (Reading branch).  
It established a clinical nurse specialist (CNS) for neurodisabilities, based within the 
Royal Berkshire hospital NHS Foundation trust, to work with patients across the 
Berkshire West area who have rare, complex neurological conditions.  
A multimethod evaluation of the post was undertaken by staff from the University of 
Reading. 
 
Findings 
The evaluation found that the post met the outcomes desired by the funders: 
• It provided rapid and timely access to specialist knowledge and services 
• Patients and carers reported greater satisfaction with health services 
• Patients’ length of stay in hospital was reduced. 
 
Patients and carers were extremely positive about the post, indicating that the CNS 
helped meet national and local policy objectives, providing: 
• A patient centred service, with patients offered information about their condition  
• Rehabilitation, advice and support to meet continuing and changing needs  
• Support for family and carers  
• Care during admission to hospital or other health and social care settings, 
ensuring patients neurological needs are met when they are having care for any 
other reason  
• Appropriate speed and flexibility of service delivery, within and across 
professional and agency boundaries 
 
The post was highly cost-effective. Cost savings from the reduction in bed stay more 
than covered the cost of the post. Savings in 2006 (the year following the 
appointment of the CNS) were of the order of twice the cost of the post – ranging 
from 165% to 274% of the post costs, depending on method of calculation. This is 
likely to be an underestimate of the cost benefit, since it does not include any 
additional income to the hospital trust from freed capacity to increase the number of 
hospital admissions. 
 
Patients and carers valued the post highly. The majority believed there was little 
improvement to be made to the service, beyond ensuring it was continued. In the 
words of a carer asked to choose something to improve the service: 
she [CNS] is wonderful. She gives me so much support, which without I don't think I 
could cope. My wife (of over 50 years) only wish is to stay at home, and [CNS] gets 
us all the help we need. Her job is vital, she cannot be done without. FOR HER: more 
money, more help with her workload. 
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EVALUATION OF A NEW POST: THE WEST BERKSHIRE CLINICAL 
NURSE SPECIALIST FOR RARE NEUROLOGICAL CONDITIONS 
 
Background 
This specialist nursing post was funded by 4 Berkshire charities: the West Berkshire 
Neurological Alliance, the Motor Neurone Disease Association (Reading and West 
Berkshire), British Polio Fellowship (Berkshire branch) and Huntington’s Disease Association 
(Reading branch). The post was funded for 2 years in the first instance, from October 2005. 
It established a clinical nurse specialist (CNS) post for neurodisabilities, based within the 
Royal Berkshire NHS Foundation trust, to work with those patients across the Berkshire 
West area who have rare complex neurological conditions. Although hospital based, the 
majority of the work was to be within the community. The project proposal is attached 
(Appendix 1). 
The progressive, neurodegenerative diseases included were: Motor neurone disease, 
Huntington’s disease, Myasthenia gravis, Multiple systems atrophy, Progressive 
supranuclear palsy, Post polio syndrome and Ataxia. Other patients who presented with 
complex neurological conditions would also be considered for the service in exceptional 
cases. Neurological conditions such as Parkinson’s disease, Multiple sclerosis, Stroke, 
Epilepsy  and Dementia were specifically excluded since there were separate services 
already available within the Trust.  
It was anticipated that the nurse would have a caseload of up to 50 patients. 
Evaluation of the post was also funded by the same 4 charities with the aim of identifying the 
impact of the post. It was also expected that, if the impact was positive, the evaluation would 
then provide evidence to support a case for the Royal Berkshire NHS Foundation Trust to 
continue funding the post.  
 
Evaluation 
A multi method evaluation of this post was undertaken by staff from the University of 
Reading.  
The evaluation aimed 

1. to document both the process and the outcomes of the post holder’s work 
2. to analyse the costs and benefits of the post 

Outcomes investigated were drawn from the ‘anticipated measures of success’ in the Project 
proposal (Appendix 1): 
• rapid access by patients and carers to specialist knowledge and services 
• better quality of life for patients in the community setting 
• reduction in hospital admission and length of stay  
Outcomes known1

• time available 

 to be important to people affected by neurological illness - both patients 
and carers – were also explored: 

• specialist expertise 

                                                      
1  Department of Health National Service Framework for Long-term  Conditions 
Motor Neurone Disease Association(2000) Standards of Care 
Quinn, A (2006) Evaluation of MS specialist post in West Berkshire University of Reading; 
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• co-ordination of health and social care services 
There were 2 stages to the evaluation: 

1. Questionnaires sent to patients and carers who had contact with the Clinical Nurse 
Specialist  

2. Analysis of service statistics 
 
Stage 1: Questionnaires to Patients & Carers 
In the first phase of the evaluation, questionnaires were sent to all 29 patients currently 
receiving a service from the Clinical Nurse Specialist, and to 9 patients who had minimal 
contact. 22 of the 29 current patients responded (a 76% response rate), and for of the 9 
‘minimal contact’ patients (44%); the total response rate for patients was thus 68%.  A 
breakdown of the CNS’s caseload in December 2006 and February 2007 is attached 
(Appendix 2). 
Patients were requested to pass a copy of the questionnaire onto their carer, if any. 
Responses were received from 16 carers of current patients, plus 1 carer of a minimal 
contact patient. In addition, questionnaires were sent to 12 bereaved carers; responses 
were received from 9 (75%). 

Questionnaire responses are detailed in Appendices 3 and 4, and questionnaires are 
attached (Appendices 6 and 7). 
 
Findings from first evaluation phase 

1. Patients and carers who have contact with the Clinical Nurse Specialist are 
very positive about the post. The high level of satisfaction was reflected in the 
agreement by all that the clinical nurse specialist made a real difference and should 
be available to everyone affected by a rare neurological illness. All patients and 
carers who responded to the questionnaires thought she had a good understanding 
of neurological illness. (Appendix 3, Table 2 responses 1 and 5; Appendix 4, Table 3, 
responses 9 and 13) 

2. Patients and carers are more satisfied with the health services provided now 
they have contact with the Clinical Nurse Specialist. Most were satisfied with 
services previously (though individuals distinguished between satisfaction with the 
GP and neurology services, and less satisfaction with hospital services more 
generally). However, satisfaction was increased with involvement of the 
CNS.(Appendix 3, Table 2 response 8; Appendix 4, Table 3 responses 15 and 16) 

3. Patients receive and value a wide range of support from the Clinical Nurse 
Specialist. 85% of respondents agreed that it gave them confidence knowing there 
was someone to call when they needed help. Regarded as most important was that 
the CNS responded quickly to requests for help, organised any necessary help, and 
provided a single point of contact for information and help. (Appendix 3, Table 2 
responses 3 and 4) 

4. Carers similarly receive and value a wide range of support from the Clinical 
Nurse Specialist. For carers, the most important elements were the confidence 
gained by knowing there was someone to call if needed, and the provision of a single 
point of contact (Appendix 4,Table 3 response 12) 

5. There is some confusion about carers’ assessments. Only a third of carers 
responded that they had received an assessment. The majority of carers said that 
they had not been offered a carers’ assessment or were uncertain about this. Those 
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who had received an assessment tended to find it helpful. (Appendix 4, Table 1 
responses 18 and 19; Appendix 4, table 2) 

 
Stage 2: Analysis of service statistics 
It was envisaged that the Clinical Nurse Specialist would have a caseload of 50. At the time 
of the first stage of the evaluation (December 2006) her overall case load was exactly 50: 38 
current cases (9 with minimal contact), and 12 deceased cases. By the end of February 
2007, overall case numbers had risen to 68.  
 
As anticipated, the largest diagnostic group in her caseload was Motor neurone disease 
(37%) followed by Huntington’s disease (26%) and Myasthenia gravis (16%). (Appendix 2) 
 
Findings from second evaluation phase 

1. There was a decrease in the length of time patients with rare neurological 
conditions were treated as hospital inpatients in 2006, the year following the 
appointment of the Clinical Nurse Specialist. Average length of hospital stay for 
patients with rare neurological conditions in 2005 (15.15 days) compared to 2006 
(9.54 days) demonstrate a substantial decrease of 37% in 2006. This is substantially 
in excess of the reduction in average length of stay across all specialities for the 
same period (approximately 3%). (Appendix 5, tables 2 and 5) 

2. The decreased length of stay in 2006 represents a cost saving comfortably in 
excess of the cost of the CNS post. Calculating the bed cost at £303 per day 2

a) The decreased length of stay in 2006 represents a cost saving of £62,418 
(comparing the number of inpatient bed days in 2006 with the number of bed 
days in 2005). In 2006, 61 patients with rare neurological conditions were admitted 
for an average 9.54 days, totalling 582 days; in 2005, 52 patients were admitted for 
an average 15.15 days, totalling 788 days. The total reduction in bed days was thus 
206. At a cost of £303 per bed per day, this represents a saving of £62,418, or 
165% of the cost of the CNS post. 

 the 
savings range from £62,418 to £103, 689 – 165% to 274% of the cost of the CNS 
post (£37,840 for 2006). 

b) The decreased length of stay in 2006 represents a cost saving of £103,689 
(based on the reduction in bed days for patients in 2006). If the 61 patients in 
2006 had a hospital stay of 15.15 days (the 2005 bed stay average for patients with 
a rare neurological disorder) the cost at £303 per bed day would be £280,017. 
Instead, their stay was reduced to 9.54 days on average, resulting in a cost of 
£176,328. This represents a saving of £103,689 and equates to 274% of the cost of 
the CNS post. 

3. The number of admissions and readmissions for patients with rare 
neurological conditions were reduced in 2006 compared to 2005, when 
admissions for the primary diagnoses are considered. The number of 
admissions with a primary diagnosis of a rare neurological condition halved between 
2005 and 2006, reducing from 20 to 10. This reduction was primarily accounted for 
by reduced admissions for people with Motor neurone disease from 16 admissions in 
2005 to 6 admissions in 2006 – a 69% reduction. Readmissions with a primary 

                                                      
2 £303 is the cost day of a neuro-rehabilitation bed in 2006. While patients were admitted to a range of different 
wards, it represents a realistic figure acknowledging the difficulties in calculating an average figure for the bed 
cost to the hospital trust.  
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diagnosis of a rare neurological condition remained stable at 1 readmission in each 
of 2005 and 2006. (Appendix 5, tables 1 and 3) 

4. There was a slight increase in the overall number of admissions and 
readmissions for patients with rare neurological conditions in 2006 compared 
to 2005, accounted for by an increase in the number of admissions for which a 
rare neurological condition was the secondary diagnosis. The number of 
admissions overall increased from 52 to 61, an increase of 17%. Admissions for 
which the neurological condition was a secondary diagnosis increased from 32 to 51, 
an increase of 37%; this was predominantly accounted for by an increase in the 
number of admissions for which Myasthenia gravis was the secondary diagnosis, 
increasing from 9 in 2005 to 23 in 2006. There was an overall increase in re-
admissions from 6 to 9, equivalent to an increase in re-admission rates from 11.5% 
to 14.8% between 2005 and 2006. This increase in re-admissions is entirely 
accounted for by secondary diagnoses. (Appendix 5, tables 1 and 3) 

5. There was little change in the numbers of admissions via casualty or to the 
local hospice between 2005 and 2006. This probably reflects the very low numbers 
of patients with rare neurological conditions who attend either Accident and 
Emergency or Duchess of Kent House. It nevertheless indicates that the reduced 
length of stay has not led to admissions elsewhere within the health system.  

 
Summary 
The questionnaire feedback from patients and carers is extremely positive about the post. 
They indicate that the Clinical Nurse Specialist is helping to meet the requirements of the 
National Service Framework for long-term neurological conditions, the Motor Neurone 
Disease Association standards for care, and the outcomes and priority objectives of the 
Berkshire West Integrated Services Improvement Plan for long term conditions. In particular, 
the post helps provide 
• A patient centred service, with patients offered information about their condition (NSF 
quality requirement 1) 
• Rehabilitation, advice and support to meet continuing and changing needs (NSF quality 
requirement 5) 
• Support for family and carers (NSF quality requirement 10) 
• Care during admission to hospital or other health and social care settings, ensuring 
patients neurological needs are met when they are having care for any other reason (NSF 
quality requirement 11) 
• Appropriate speed and flexibility of service delivery, within and across professional and 
agency boundaries (MND Association standard 3c) 
 
The commitment of the particular post holder was frequently acknowledged. The following 
comment from a bereaved carer is echoed by other carers and patients, many of whom 
believe that the service could not be improved upon: 
If I had a magic wand I would make another Carol Allen. You cannot improve the fantastic 
commitment she gave to our family. Could not have coped without her, she was our guardian 
angel. (BC7, Appendix 4, table 4) 
 
Average length of hospital stay for patients with rare neurological illnesses fell in the year 
following the Clinical Nurse Specialist appointment (2006), compared to the year leading up 
to the appointment (2005). Comments from patients and carers suggest that the CNS’s 
ability to negotiate with a range of health and social care services on behalf of patients could 
be the means of influencing the length of stay in hospital: 
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[She is] able to influence the timescale of things that need to happen. (C16, Appendix 4, 
table 4) 
As well as contributing to increased quality of life for both patients and carers, reduced length 
of hospital stay has a financial benefit for the Royal Berkshire NHS Foundation Trust from 
cost savings. Hospital financial data demonstrate a high benefit to cost ratio of the Clinical 
Nurse Specialist post. The cost saving to the hospital trust from the reduced length of stay 
equate to approximately twice the cost of the post, ranging from 165% to 274% of the post’s 
annual cost depending on the method of calculation. This is likely to be an underestimate, as 
it does not include any calculation of the additional income to the hospital trust obtained by 
freeing the capacity for an increased number of hospital admissions (with the national tariff 
system based predominantly on PCT payment by hospital ‘spell’ rather than per day). 
Additional benefits derive from the expedited discharge, enabling beds to be used more 
efficiently and appropriately.  
 
Evidence from other NHS staff, including the Neurology and Neurorehabilitation Consultants 
indicates that input from the CNS has freed their time to offer further services to those with 
neurological conditions as well as providing an additional service to patients and carers. 
 
The evaluation findings demonstrate that the post is highly valued by patients and carers, 
meets national and local policy objectives, and is cost-effective.  
 
 
Ann Quinn 
School of Health and Social Care 
University of Reading 
a.c.quinn@rdg.ac.uk 
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APPENDIX 1: Project proposal 
 
 

West Berkshire Neurological Alliance  

Representing all West Berkshire people with a neurological condition. 

_______________________________________________________________________________________ 
 
 

Project proposal. 
 

A Specialist Nurse  
for rare and complex neurological conditions  

for the West of Berkshire. 
 
1. Name of the scheme. Specialist Nurse for rare and complex neurological conditions for patients in the 
West of Berkshire. 
  
2. Purpose. To provide to best professional standards a community based (80%) and hospital based (20%) 
specialist nurse service for any person registered with a GP as a patient in the geographical area covered by 
the Primary Care Trusts of Newbury & Community, Reading and Wokingham, (known collectively as The 
West of Berkshire), for patients affected by any of the conditions listed below. 
  
3. Neurological conditions to be covered. Ataxia, Huntington’s Disease, Late Effects of Polio, Motor 
Neurone Disease, Multiple System Atrophy, Myasthenia Gravis, and Progressive Supranuclear Palsy. In 
exceptional cases where other patients present with a rare, complex neurological condition, such patients 
may also receive service. 
 
4. Neurological conditions specifically excluded. As there are existing, separate services for such people, 
patients with the following neurological conditions are specifically excluded from this service: Alzheimer’s 
Disease, Dementia, Epilepsy, Multiple Sclerosis, Parkinson’s Disease, and Stroke, unless such patients also 
have one of the conditions listed in section 3 above.  
 
5. General aims.  
 

* To inform, train and support patients with the conditions listed above in their own care. 
 * To inform, train and support family and friends of such patients similarly.  
 * To inform and train professional colleagues involved in the treatment and care of such patients. 
 * To provide rapid, holistic, expert assessments, information and support.  
 * To provide prompt, appropriate, well co-ordinated statutory services.     
 * To stimulate the development of effective multi-disciplinary services for such  patients. 
 * To ensure patients are at the centre of their own treatment and destiny. 
 * To improve the quality of health care services for such patients.  
 * To strive for equitable access to statutory services for all such patients. 
 * To expand the numbers of specialist neurology staff within the NHS. 

* To develop and evaluate the scheme as a possible model for wider dissemination. 
 
The anticipated measures of success are that there should be more rapid access by patients and their carers to 
the specialist knowledge and services they need, leading to less stress and anxiety and greater levels of 
independence and self management. Patients should enjoy a better quality of life and be more fulfilled within 
their own community setting. The rate of infections, hospitalisations, and accidents should reduce. There 
should be faster discharge back into the community for those who become hospitalised.  
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6. Outline of the project. A new, full time post shall be created, a specialist nurse with training in neurology 
The post shall be based at Battle or Royal Berkshire Hospital’s (RBBH) Neuro-rehabilitation department 
under the clinical leadership of Dr Christine Collin or her successors. 
 
Voluntary sector funding shall finance the post for two years, and pay for independent monitoring of the 
impact that it has, which is intended to provide the evidence that ongoing funding should be by the NHS. 
 
Patients with a confirmed diagnosis of one of the listed conditions shall be able to self refer to the nurse, or 
be referred through GPs, Consultants or other clinicians.  
 
It is envisaged that, once established, around 50 individuals may comprise the current patient portfolio, and 
these shall only come from patients listed above, unless a patient with some other rare/complex neurological 
condition presents and is in clinical need.  
 
7. Who qualifies to receive service? Patients with a confirmed diagnosis as described in section 3 above, 
and either registered with a GP in the West of Berkshire or referred, diagnosed or managed by the Reading 
Neurology and Neuro-rehabilitation service, and who are likely to benefit from such a service. 
 
If the service is over subscribed a process of prioritisation shall be established by the qualified professional 
staff connected with the scheme. 
  
8. Standards. Service and support to patients will be holistic and to standards consistent with the National 
Service Framework for Long Term Conditions, and with the Motor Neurone Disease Association’s published 
‘Standards of Care’. 
 
Where appropriate, patients shall be offered referral to other NHS disciplines for assessments/treatments in a 
multi-disciplinary context. 
 
9. Staff requirements. This is a single staff post appointment, and a pilot scheme. The size of patient 
population that can be given a beneficial service has been estimated. There is no budgetary provision for 
holiday, sickness or other absence. One aim of the project is to monitor activities, demand and impact 
(clinical and cost), to aid future service planning.  
 
10. Staff appointment level. Grade H nurse.  
 
11. Qualifications and training. Graduate. RGN, ENB 998/City & Guilds 730/SLICE. Post basic 
qualification in a relevant neurology speciality. 
  
12. Outline job responsibilities. See Draft job description August 2004.  
 
13. Hours of work. This is a full time position, expected to be 80% community based, 20% hospital based, 
requiring a flexible approach to working hours to suit the location and needs of patients.  
 
14. Project oversight. A Steering Group shall have overall responsibility for the scheme. Membership shall 
be: Dr Christine Collin or her nominee, one substitutable representative from each main funding partner, the 
nominee of Royal Berks. & Battle Hospital Trust, and one user representative elected by users. Up to one 
other person may be co-opted by agreement. The members shall appoint a Chairman from amongst 
themselves, and may determine any matter in relation to this scheme by mutual agreement. 
 
The Steering Group will have specific responsibility for ensuring that: 
 
 * The budget is agreed. 
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 * Funding partners comply with their funding commitments.  
 * Funding partners are given evidence that the scheme is running efficiently and meeting its broad 

aims. 
  * The service provider has an up to date service level agreement. 

* The service provider is generally in compliance with the service level agreement. 
 * The service provider is paid for the service given. 
 * All money provided by the scheme is spent only on the scheme. 
 * The scheme is transferred smoothly into mainstream NHS funding at the end of its 2 year life, or 

brought to an orderly conclusion if this is not possible.  
 
The Steering Group has the authority to increase or reduce the size of the scheme or to suspend or terminate 
it, being bound by any service contract that any post holder may properly have been given. This group may 
review any matter and determine any changes to the scheme which may be necessary while always 
maintaining the original aims.  
 
At all times the need for the scheme to remain solvent and the needs of patients with the conditions covered 
by the scheme shall be held paramount. The Steering Group is free to appoint other Funding Partners if so 
desired. 
 
3 weeks notice by any member by any medium shall be required to convene a Steering Group meeting. The 
quorum for voting is 4. Simple majority voting shall apply. 
  
15. The Service Provider. RBBH is appointed as the provider of the service. It shall: 
 
 * Provide office facilities, suitably equipped. 

* Recruit and retain staff suitably qualified to provide this service. 
* Ensure that staff understand the purposes of the scheme. 
* Provide appropriate training and peer group support. 

 * Enable the scheme to function and develop. 
 * Ensure that the service is used only by people who meet the eligibility criteria of neurological 

conditions and residence. 
 * Monitor standards, including safety and confidentiality. 
 * Produce regular reports on the effectiveness of the scheme. 
 * Make recommendations as to how the scheme can be improved. 
 * Keep within budget at all times. 

* Liaise with the Steering Group on any aspect as appropriate. 
* Ensure that the post holder is paid, and otherwise act as payroll facilitator. 
* Receive and disburse all money due for providing the service to those with a right to it. 
* Return any money incorrectly invoiced or sent or not properly spent on the scheme. 

 
16. Appointing personnel. An open recruitment policy will apply. RBBH shall advertise for, interview and 
select staff. The Steering Group may nominate up to two representatives to be present and take part at any 
interviews. The recruitment budget must not be exceeded without the prior permission of the Steering Group. 
  
17. Equipment. A minor equipment budget may be established once needs are clarified. 
 
18. Insurance. The service provider, being a part of the NHS shall ensure and indemnify that NHS insurance 
covers the scheme in the same way as if the NHS was also funding the service. Nothing in this agreement 
makes the main funding parties responsible for uninsured matters arising from the provision of this service. 
The Steering Group may take out insurance with respect to default of any individual or party in respect to 
this scheme.    
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19. Publicising the project. Publicity shall be generated, to bring awareness of the scheme to all West of 
Berkshire GPs. Participating voluntary groups may publicise the scheme to their members as appropriate.  
 
20. Confidentiality. Records of activity shall be kept in a way that assists the process of reviewing the 
success of the project. All user records shall be kept secure and confidential according to standard practice, 
and in compliance with the requirements of The Data Protection Act, as amended. Where records are 
analysed for statistical purposes any data which is published shall be in a format whereby it is not possible to 
identify any individual.  
 
21. Patient management. Patients are free to accept or reject this service, and the reasons for rejection of it 
should be monitored. 
  
22. Quality systems monitoring. The Line Manager shall make arrangements for a regular internal quality 
audit to ensure the scheme and its methods are operating as intended and that the recorded data is capable of 
withstanding statistical analysis if required.  
 
23. Audit arrangements. (Subject to confirmation), Reading University shall be appointed to monitor the 
impact of the scheme in terms of clinical and cost benefit and patient satisfaction. They shall recommend 
how the scheme should be monitored, and the Steering Group shall determine the extent to which this is 
likely to satisfy budget holders who are the ones expected to adopt responsibility of the funding after the 
project budget is spent.   
 
A multi-method evaluation shall include an audit of the baseline service, to measure the impact of the service 
on standards; an audit of the nurse’s role and patient health and satisfaction.. The Post holder and lead 
managers shall be expected to participate in the evaluation programme.  
 
24.  Limits of the scheme. Nothing in this scheme shall prevent it or other schemes being developed if such 
may be expected to benefit other neurology patients. 
 
25. Expectation. The main funding partners expect that the West of Berkshire PCTs or their successor 
organisation(s) will take responsibility for long term funding once the 2 year term has expired. Funding 
Partners expect to see a reference to this in the PCT’s service and financial plans, in advance of the end of 
the pilot. 
 
26. Finance agreement. The scheme has a provisional budget (See Appendix) of £90,106 spread over 2 
years. Annual inflation is assumed at 3%.  
 
The two main funding partners, (namely West Berkshire Neurological Alliance (WBNA) and Motor 
Neurone Disease Association, Reading and West Berkshire, (MNDARWB) are separately responsible for 
raising the funds that they have separately pledged to the scheme. Where third parties have made pledges to 
the main funding partners it is the responsibility of the main funding partners to call on those pledges such 
that funds shall be sufficiently in place to pay any invoices presented and due. 
 
The two main funding partners agree to pay, against itemised invoices, on a quarterly basis an amount up to 
and not exceeding £5,625.00 each, only for items covered by the agreed budget headings, and actually spent 
on the service. WBNA agrees to make any additional payment in connection with any start up costs of the 
scheme, subject to the final value of all money being payable by them being not more than £45,106.00. 
MNDARWB shall not pay more than a total of £45,000. No invoice shall be settled by either funding partner 
for any item not agreed, or for any overspend in connection with the scheme for whatever reason unless 
specifically agreed in writing prior to such event.  
 
RBBH shall present their invoices within 3 weeks of the end of each quarter and properly incurred costs of 



 12 

the service shall be settled within 4 weeks of receipt of invoices. The first invoice date shall be three calendar 
months following the date that the post holder commences in post. 
 
If non-qualifying people receive any service, such service is not part of this scheme and shall be at the cost 
of the Service Provider. If the scheme is terminated, or if for any other reason there is any surplus money or 
other assets these shall be retained by the Main Funding Partners in whatever proportion they shall mutually 
agree. If the Service Provider has incurred costs without authorisation or above those the Commissioning 
Group has committed in connection with this service, the Service Provider shall be liable to settle these costs 
without recourse to the Main Funding Partners.  
 
27. Notice to quit period. Main Funding Partners have the right and obligation to give 4 months notice to 
withdraw funding from the scheme, if this is their intention.  
 
The Service Provider agrees to provide the service for two years, subject to the availability of funding.  
    
28. Main funding partners: 
 
1.   West Berkshire Neurological Alliance, 
  2, Clayhill Crescent, 
  Newbury, 
  Berkshire 
  RG14 2NP 
 
  Main contact: Mr John Holt, Secretary. Tel: 01635 33582   
 
2.   Motor Neurone Disease Association (Reading and West Berkshire) 
  51, St Peter’s Avenue, 
  Caversham  
   RG4 7DL 
 
  Main contact: Margaret Moss, Chairman. Tel:   0118 947 0871 
 
 
29. Acceptance of the agreement. I agree to the above and am authorised to sign on behalf of: 
 
 
West Berkshire Neurological Alliance 
 
 Name ................................. Position ..........................................  
 
 Signed ..................................... Date ............ 
 
 
Motor Neurone Disease Association (Reading and West Berkshire) 
 
 Name ................................. Position ..........................................  
 
 Signed ..................................... Date ............ 
 
 
Royal Berks. & Battle Hospital Trust 
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 Name ................................. Position ..........................................  
 
 Signed ..................................... Date ............ 
 
 
Neuro-rehabilitation Department, Reading 
 
 Name ................................. Position ..........................................  
 
 Signed ..................................... Date ............ 
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APPENDIX 2 
 
Table 1: CNS Caseload 
 
December 2006  February 2007  
DIAGNOSIS NO. DIAGNOSIS NO. 
Motor neurone disease 15 Motor neurone disease 25 
Huntington’s disease 6 Huntington’s disease 18 
Myasthenia gravis 2 Myasthenia gravis 11 
Progressive SN palsy 2 Multiple systems atrophy 6 
Post polio syndrome 1 Progressive SN palsy 2 
Ataxia 1 Post polio syndrome 1 
Other  2 Ataxia 1 
Subtotal 29 Other 5 
    
Minimal contact  TOTAL 69 
Motor neurone disease 3   
Myasthenia gravis  3   
Huntington’s disease 2   
Multiple systems atrophy 1   
Subtotal 9   
    
Deceased    
Motor neurone disease 10   
Multiple systems atrophy 1   
Other 1   
Subtotal 12   
    
TOTAL 50   
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APPENDIX 3 
QUESTIONNAIRE FINDINGS, PEOPLE WITH A RARE NEUROLOGICAL ILLNESS 
 
Table I: Patient and services information 
 
 CURRENT 

CASELOAD 
22 people 

MINIMAL 
CONTACT 
4 people 

TOTAL 
26 people 

1. Age group 
18 – 40 
41-64 
65+ 

 
2            9 % 
9           41% 
11         50% 

 
1           25% 
2           50% 
1           25% 

 
3           12% 
11         42% 
12         46% 

2. Living 
Alone 
Spouse/friend etc 
Paid carer 

 
4           18% 
18         82% 
- 

 
3           75% 
1           25% 
- 

 
7           27% 
19         73% 
- 

3. Time since neurological 
diagnosis 

0-6 months 
7-12 months 
1-2 years  
2 years+ 

 
 
3           14% 
7           32% 
1             5% 
11         50% 

 
 
1           25% 
2           50% 
-                  
1-          25% 

 
 
4           15% 
9           35% 
1             4% 
12         46% 

4. Living in Berkshire West at 
diagnosis 

Yes 
No 
Nil response 

 
 
18         82% 
3           14% 
1             5% 

 
 
4         100% 
-                  
-                    

 
 
22         85% 
3           12% 
1             4% 

5. Information at diagnosis 
Yes 
No 

 
17         77% 
5           23% 

 
4         100% 
-                   
- 

 
21         81% 
5           19% 

6. Given contact at diagnosis 
Yes 
No 

 
19         86% 
3           14% 

 
2           50% 
2           50% 

 
21         81% 
5           19% 

7. Receive necessary help from 
health services 

Yes 
No 
Nil response 

 
 
18         82% 
4           18% 
- 

 
 
3           75% 
-                    
1           25% 

 
 
21         81% 
4           15% 
1             4% 

8. Services received 
Help with physical symptoms 
Help with PEG feeding 
Help with CPAP machines 
Physiotherapy 
Occupational therapy 
Speech & language therapy 
Wheelchair clinic 
Support, advice & information 
Social Services referral/ liaison 
Charities referral/ liaison 
Mean number of services received 

 
12         55% 
9           41% 
4           18% 
12         55% 
12         55% 
17         77% 
11         50% 
18         82% 
12         55% 
12         55% 
5.4 

 
- 
- 
- 
- 
1           25% 
2           50% 
- 
2           50% 
- 
3           75% 
2 

 
12         46% 
9           35% 
4           15% 
12         46% 
13         50% 
19         73% 
11         42% 
20         77% 
12         46% 
15         58% 
5 
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Appendix 3, Table 2: Patient contact with Clinical Nurse Specialist (CNS) 
 
 CURRENT 

CASELOAD 
22 people 

MINIMAL 
CONTACT 
4 people 

TOTAL 
26 people 

1. CNS has good understanding of 
neurological illness 

Yes 
No 

 
 
22       100% 
-                    

 
 
4         100% 
-                    

 
 
26       100% 
-                    

2. Time since meeting CNS 
0 – 6 months 
7 – 12 months 
more than 12 months 

 
6           27% 
11         50% 
5           23% 

 
1           25% 
3           75% 
- 

 
7           27% 
14         54% 
5           19% 

3. The CNS 
Responded quickly 
Organised help 
Provided single point of contact 
Helped manage illness 
Helped keep independence 
Gave information as needed 
Helped others understand 
Helped with physical symptoms 
Gave confidence 
Helped to improve quality of life 
Linked with other services 

 
19         86% 
19         86% 
16         73% 
13         59% 
14         64% 
17         77% 
15         68% 
15         68% 
19         86% 
14         64% 
14         64% 

 
2           50% 
- 
2           50% 
- 
- 
2           50% 
- 
- 
3           75% 
- 
2           50% 

 
21         81% 
19         73% 
18         69% 
13         50% 
14         54% 
19         73% 
15         58% 
15         58% 
22         85% 
14         54% 
16         62% 

4. Most important 
Responded quickly 
Organised help 
Provided single point of contact 
Helped keep independence 
Helped others understand 
Helped with physical symptoms 
Gave confidence 
Helped to improve quality of life 
Linked with other services 
Nil response 

 
5           23% 
4           18% 
3           14% 
1             5% 
2             9% 
1             5% 
2             9% 
1             5% 
- 
3           14% 

 
1           25% 
- 
1           25% 
- 
- 
- 
1           25% 
- 
1           25% 
- 

 
6           23% 
4           15% 
4           15% 
1             4% 
2             8% 
1             4% 
3           12% 
1             4% 
1             4% 
3           12% 

5. CNS makes a real difference 
and should be available to all 

Strongly agree 
Agree 
Neither agree nor disagree 
Disagree 
Strongly disagree 

 
 
19         86% 
3           14% 
- 
- 
- 

 
 
2           50% 
2           50% 
- 
- 
- 

 
 
21         81% 
5           19% 
- 
- 
- 

6. Previous contact with health 
service? 

Yes 
No 

 
 
18         82% 
4           18% 

 
 
2           50% 
2           50% 

 
 
20         77% 
6           23% 
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Appendix 3, Table 2: Patient contact with Clinical Nurse Specialist (CNS) continued 
 
 CURRENT 

CASELOAD 
22 people 

MINIMAL 
CONTACT 
4 people 

TOTAL 
26 people 

7. Happy with previous service?* 
Very satisfied 
Satisfied 
Neither satisfied nor dissatisfied 
Dissatisfied 
Very dissatisfied 

 
5           28% 
10         56% 
3           17% 
- 
- 

 
- 
2         100% 
- 
- 
- 

 
5           25% 
12         60% 
3           15% 
- 
- 

8. More satisfied with CNS? 
Yes 
No 
Nil response 

 
20         91% 
1             5% 
1             5% 

 
3           75% 
- 
1           25% 

 
23         88% 
1             4% 
2             8% 

* percentages are given as the percentage of those who had prior contact with health services 
(18 people from current caseload, 2 with minimal contact) 

 
Table 3: chose 1 thing to improve CNS service 
 

1. Current caseload 
• find a cure P1 
• can't actually think how the service could be improved but I think the hours are long so you're 
dependent on the postholder and how many extra 

• I want to keep my nurse as I'm lost without her P4 

hours she/he is prepared to put in - so maybe 
more postholders would be the answer, funded by NHS and available countrywide  P3 

• provide a back up nurse to assist Carol  P6 
• increase the staff  P9 
• nothing P10 
• no need to improve, she has got the job just right P11 
• she is wonderful. She gives me so much support, which without I don't think I could cope. My 
wife (of over 50 years) only wish is to stay at home, and Carol gets us all the help we need. Her job 
is vital, she cannot be done without. FOR HER: more money, more help with her workload
 P12 
• regular contact to ask how I am  P14 
• just having the knowledge that she can be contacted anytime with a query and sort it is good 
enough P15 
• make me well again P17 
• keep a good level of experienced staff with commensurate salary P18 
• make sure that she will be a permanent fixture  P19 
• luckily my MND is comparatively slowly progressing and I am still largely independent so my 
needs for the nurse have been limited so far. However, from what I have seen her support role 
becomes more and more valuable as the disease progresses. My only other comment is that it 
should be funded by the NHS (rather than by volunteer fundraising) P21 
• I would like to see more of Carol even though we have moved to Winchester P22 
 

2. Minimal contact patients 
• perhaps more time MP3 
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APPENDIX 4 
QUESTIONNAIRE FINDINGS, CARERS OF PEOPLE WITH A RARE NEUROLOGICAL 
ILLNESS 
 
Table 1: Carer and services information 
 
 CURRENT 

CARERS 
17 people 
(*includes 1 
with minimal 

contact) 

BEREAVED 
CARERS 
9 people 

TOTAL 
26 people 

9. Age group 
18 – 40 
41-64 
65+ 

 
2           12% 
8*          47% 
7           41% 

 
- 
4           44% 
5           56% 

 
2             8% 
12         46% 
12         46% 

10. Living together 
Yes 
No 

 
16         94% 
1            6 % 

 
7           78% 
2           22% 

 
23         88% 
3           12% 

11. Proportion of time spent as 
carer 

Full time 
Half time 
Less than half time 

 
 
8           47% 
6*          35% 
3           18% 

 
 
7           78% 
1           11% 
1           11% 

 
 
15         58% 
7           27% 
4           15% 

12. Time since neurological 
diagnosis 

0-6 months 
7-12 months 
1-2 years  
2 years+ 

 
 
3           18% 
5*          29% 
3           18% 
6           35% 

 
 
1           11% 
1           11% 
2           22% 
5           56% 

 
 
4           15% 
6           23% 
5           19% 
11         42% 

13. Living in Berkshire West at 
diagnosis 

Yes 
No 
Nil response 

 
 
13         76% 
3*          18% 
1             6% 

 
 
7           78% 
2          -22% 
-                   

 
 
20         77% 
5           19% 
1             4% 

14. Information at diagnosis 
Yes 
No 
Nil response 

 
15         88% 
1             6% 
1             6% 

 
4           44% 
4           44% 
1           11% 

 
19         73% 
5           19% 
2             8% 

15. Given contact at diagnosis 
Yes 
No 
Nil response 

 
13*        76% 
3           18% 
1             6% 

 
4           44% 
4           44% 
1           11% 

 
17         65% 
7           27% 
2             8% 

16. Receive necessary help from 
health services 

Yes 
No 
Nil response 

 
 
14*        82% 
3           18% 
- 

 
 
6           67% 
1           11% 
2           22% 

 
 
20         77% 
4           15% 
2             8% 
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Appendix 4, Table 1: Carer and services information continued 
 CURRENT 

CARERS 
17 people 
(*includes 1 
with minimal 

contact) 

BEREAVED 
CARERS 
9 people 

TOTAL 
26 people 

17. Services received 
Help with physical symptoms 
Help with PEG feeding 
Help with CPAP machines 
Physiotherapy 
Occupational therapy 
Speech & language therapy 
Wheelchair clinic 
Support, advice & information 
Social Services referral/ liaison 
Charities referral/ liaison 
Mean number of services received 

 
7           41% 
1             6% 
6           35% 
8           47% 
9           53% 
11         65% 
9           53% 
12*        71% 
10         59% 
13*        76% 
5.2 

 
6           67% 
6           67% 
2           22% 
6           67% 
7           78% 
7           78% 
7           78% 
7           78% 
8           89% 
6           67% 
7 

 
13         50% 
7           27% 
8           31% 
14         54% 
16         62% 
18         69% 
16         62% 
19         73% 
18         69% 
19         73% 
5.8 

18. Received carers’ assessment  
Yes 
No 
Nil response/ Don’t know 

 
4           24% 
7*          41% 
6           35% 

 
4           44% 
3           33% 
2           22% 

 
8           31% 
10         38% 
8           31% 

19.  Offered a carers’ assessment** 
Yes 
No 
Nil response 

 
2           15% 
6*          46% 
5           38% 

 
- 
4           80% 
1           20% 

 
2           11% 
10         56% 
6           33% 

** percentages are given as the percentage of those who had not received a carers’ assessment (13 
carers from current caseload, 5 bereaved carers, 18 in total) 

 
 
Table 2: Outcome of any carers’ assessment by Social Services 
 
Current carers: 
Do not qualify  C10 
Had several, all well done & aids around home installed  C16 
Now getting carers allowance C22 
A comprehensive care package to allow me to pursue other things. Funding to join gym. Basically, 
they were of the opinion that it was too great a responsibility for 1 person C23 
 
Bereaved carers 
Help to be provided with personal care and this was increased as his condition worsened.
 BC3 
Providing the patient with the necessary equipment such as special bed, wheelchair, hoist, home 
help, restbite (sic: respite) etc. This was followed by regular meetings. BC4 
Allocated a social services care manager who organised equipment, respite care and other things 
necessary  BC6 
Not particularly useful - merely documented what was known already. Suggested doing things that 
were not realistic (eg give up work)  BC9 
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Appendix 4, Table 3: Carer contact with Clinical Nurse Specialist (CNS) 
 CURRENT 

CARERS 
17 people 
(includes 1 

with minimal 
contact) 

BEREAVED 
CARERS 
9 people 

TOTAL 
26 people 

9. CNS has good understanding of 
neurological illness 

Yes 
No 
Nil response 

 
 
15*        88% 
-                  
2           12% 

 
 
9         100% 
-                  

 
 
24         92% 
-                    
2             8% 

10. Time since meeting CNS 
0 – 6 months 
7 – 12 months 
more than 12 months 
Nil response 

 
5           29% 
10*        59% 
1             6% 
1……….6% 

 
4           44% 
4           44% 
1          11%- 
- 

 
9           35% 
14         54% 
2             8% 
1             4% 

11. The CNS 
Responded quickly 
Organised help 
Provided single point of contact 
Helped cope with illness 
Gave information as needed 
Helped get home aids, adapatations 
Gave confidence 
Helped to improve quality of life 
Linked with other services 
Introduced to other carers 

 
13*        76% 
13*        76% 
11         65% 
12*        71% 
11*        65% 
11         65% 
14*        82% 
5           29% 
8           47% 
6           35% 

 
8           89% 
8           89% 
7           78% 
8           89% 
8           89% 
8           89% 
8           89% 
5           56% 
6           67% 
- 

 
21         81% 
21         81% 
18         69% 
13         50% 
19         73% 
19         73% 
22         85% 
10         38% 
14          54 
6        23%% 

12. Most important 
Responded quickly 
Organised help 
Provided single point of contact 
Helped cope with illness 
Gave information as needed 
Helped get home aids, adapatations 
Gave confidence 
Helped to improve quality of life 
Linked with other services 
Introduced to other carers 
Nil response 

 
2           12% 
1             6% 
4           24% 
1             6% 
- 
- 
6*          35% 
- 
- 
- 
3           18% 

 
- 
- 
2           22% 
2           22% 
- 
- 
1           11% 
- 
4           44% 
- 
- 

 
2             8% 
1             4% 
6           23% 
3           12% 
- 
- 
7           27% 
- 
4           15% 
- 
3           12% 

13. CNS makes a real difference 
and should be available to all 

Strongly agree 
Agree 
Neither agree nor disagree 
Disagree 
Strongly disagree 

 
 
12         71% 
5*          29% 
- 
- 
- 

 
 
8           89% 
1           11% 
- 
- 
- 

 
 
20         77% 
6           23% 
- 
- 
- 

14. Previous contact with health 
service? 

Yes 
No 

 
 
13*        76% 
4           24% 

 
 
9         100% 
- 

 
 
22         85% 
4           15% 
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Appendix 4, Table 3: Carer contact with Clinical Nurse Specialist (CNS) continued 
 
 CURRENT 

CARERS 
17 people 
(includes 1 

with minimal 
contact) 

BEREAVED 
CARERS 
9 people 

TOTAL 
26 people 

15. Happy with previous service?** 
Very satisfied 
Satisfied 
Neither satisfied nor dissatisfied 
Dissatisfied 
Very dissatisfied 

 
2           15% 
8*          62% 
2           15% 
1             8% 
- 

 
2           22% 
2           22% 
2           22% 
1           11% 
2           22% 

 
4           18% 
10         45% 
4           18% 
2             9% 
2             9% 

16. More satisfied with CNS?** 
Yes 
No 

 
13       100% 
- 

 
9         100% 
- 

 
22       100% 
- 

** percentages are given as the percentage of those who had prior contact with health services (18 (13 
carers from current caseload, 9 bereaved carers, 22 in total) 

 
Table 4: chose 1 thing to improve CNS service 
 
Current carers 
more support for her with specialist carers C1 
continuity of service  C4 
being completely satisfied by the service provided by the Clinical Nurse Specialist I cannot think of 
anything C10 
scheduled visits to monitor situation & assess progress, check, resolve issues C13 
if time allowed it then regular home visits would be a good thing but we realize the workload 
doesn't allow for this so to keep in touch by email is of great help C15 
ensure the post is maintained on a long-term basis and is available for everybody who has 
neurological illness  C16 
ensure that it is a permanent position C19 
I am really happy with the service that is provided C20 
now that we have moved to Hampshire I wish that the service was available here as Carol is 
invaluable and I always feel better after her visits C22 
make sure that she has adequate support. Better yet, I'd clone her to make sure that she was not 
overworked and always available C23 
 
Bereaved carers 
to jump into the situation at the diagnosis time, to relieve the DN or community nurses of arranging 
carers agencies, a care manager, OT& respites. Maybe these are not the specialist jobs?! 
 BC1 
At the point in time when the consultant neurologist determines the illness (in our case, Multiple 
Systems Atrophy) then the Clinical Nurse Specialist is brought in immediately  BC2 
ensure that the appointment is made permanent and will continue BC3 
no magic wand please. This would only make what is already done superficial.  
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Appendix 4, Table 4: chose 1 thing to improve CNS service continued 
 
Bereaved carers continued 
Carol Allen has placed us on a firm foundation, proving she has arrived at a level where she is 
highly esteemed. Carol Allen has helped us in what is the real world, this special gift has its own 
special qualities in caring for people who need special help and doesn't need improvement.
 BC4 
make the services of a Clinical Nurse Specialist  available to more people who need that kind of 
support. Note: The most difficult thing after the diagnosis was that my wife's GP did not understand 
the disease or what my wife was going through. And it was so important that the Clinical Nurse 
Specialist could give us the information and reassurance and help that we needed. BC6 
If I had a magic wand I would make another Carol Allen. You cannot improve the fantastic 
commitment she gave to our family. Could not have coped without her, she was our guardian 
angel.  BC7 
that the role be higher profile and for all health professionals and local GPs to be aware of the role 
and to listen to advice given BC8 
provide funding to allow: a) cover during periods of absence or unavailability of the Clinical Nurse 
Specialist to improve their work/life balance BC9 
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APPENDIX 5:Table 1: Admission statistics for patients with rare neurological illnesses 

  2005   2006   

Code Diagnosis Prim Sec All Prim Sec All 

B91X Sequelae of poliomyelitis  3 3  4 4 

G10X Huntingtons disease 1 2 3  2 2 

G111 Early-onset cerebellar ataxia   0  2 2 

G114 Hereditary spastic paraplegia  1 1   0 

G119 Hereditary ataxia, unspecified 1 4 5 1 1 2 

G120 Infantile spinal muscular atrophy, type I -Werdnig-Hoffman  1 1   0 

G122 Motor neuron disease 16 11 27 5 10 15 

G129 Spinal muscular atrophy, unspecified   0  3 3 

G700 Myasthenia gravis 2 9 11 4 23 27 

G708 Other specified myoneural disorders  1 1   0 

G709 Myoneural disorder, unspecified   0  1 1 

G903 Multi-system degeneration   0  5 5 

  20 32 52 10 51 61 

Appendix 5, Table 2 Average Length of stay for patients with rare neurological illnesses 

  2005   2006   

Code Diagnosis Prim Sec All Prim Sec All 

B91X Sequelae of poliomyelitis  11 11  15 15 

G10X Huntingtons disease 28 13 17.67  0.5 0.5 

G111 Early-onset cerebellar ataxia     1.5 1.5 

G114 Hereditary spastic paraplegia  4 4    

G119 Hereditary ataxia, unspecified 10 19 16.8  0 0 

G120 Infantile spinal muscular atrophy, type I-[WerdnigHoffman  1 1    

G122 Motor neuron disease 17.25 6.3 12.78 12.4 7.6 9.2 

G129 Spinal muscular atrophy, unspecified     11.67 11.67 

G700 Myasthenia gravis 86 9.1 23.09 43.25 4.1 9.93 

G708 Other specified myoneural disorders  14 14    

G709 Myoneural disorder, unspecified     7 7 

G903 Multi-system degeneration     14 14 

  24.3 9.4 15.15 23.5 6.8 9.54 
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Appendix 5, Table 3 Readmissions for patients with rare neurological illnesses 

  2005   2006   

Code Diagnosis Prim Sec All Prim Sec All 

B91X Sequelae of poliomyelitis  2 2   0 

G10X Huntingtons disease   0   0 

G111 Early-onset cerebellar ataxia   0   0 

G114 Hereditary spastic paraplegia   0   0 

G119 Hereditary ataxia, unspecified   0   0 

G120 Infantile spinal muscular atrophy, type I [Werdnig-Hoffman]   0   0 

G122 Motor neuron disease 1 2 3 1 3 4 

G129 Spinal muscular atrophy, unspecified   0  2 2 

G700 Myasthenia gravis  1 1  1 1 

G708 Other specified myoneural disorders   0   0 

G709 Myoneural disorder, unspecified   0  1 1 

G903 Multi-system degeneration   0  1 1 

  1 5 6 1 8 9 

Appendix 5, Table 4, Readmission Rates for patients with rare neurological illnesses  

  2005   2006   

Code Diagnosis Prim Sec All Prim Sec All 

B91X Sequelae of poliomyelitis  66.7% 66.7%    

G10X Huntingtons disease       

G111 Early-onset cerebellar ataxia       

G114 Hereditary spastic paraplegia       

G119 Hereditary ataxia, unspecified       

G120 Infantile spinal muscular atrophy, type I [Werdnig-Hoffman]       

G122 Motor neuron disease 6.3% 18.2% 11.1% 20.0% 30.0% 26.7% 

G129 Spinal muscular atrophy, unspecified     66.7% 66.7% 

G700 Myasthenia gravis 0.0% 11.1% 9.1% 0.0% 4.3% 3.7% 

G708 Other specified myoneural disorders       

G709 Myoneural disorder, unspecified     100.0% 100.0% 

G903 Multi-system degeneration     20.0% 20.0% 

  5.0% 15.6% 11.5% 10.0% 15.7% 14.8% 
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Appendix 5 Table 5 
AVERAGE LENGTH OF STAY BY CALENDAR YEAR, ALL SPECIALITIES (EXCLUDING DAY CARE) 
 
CalYear Type Number 

admitted 
Total LoS Average 

LoS 
Average LoS Reduction in 

LoS 
2005 Emergency 41988 182942 4.357   
2005 Elective I/P 9982 43757 4.384   
2005 
Total 

 51970 226699 4.362 4.362  

       
2006 Emergency 41757 178595 4.277   
2006 Elective I/P 10219 42088 4.119   
2006 
Total 

 51976 220683 4.246 4.246 2.665% 
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APPENDIX 6  
QUESTIONNAIRE FOR PATIENTS 

Evaluation of the Clinical Nurse Specialist post  

 
Questionnaire for people with a rare neurological illness 

Please answer the questions by ticking the appropriate boxes 
 

1. First, a few questions about you 
 
Which age group are you? 

 18-40                   41-64                    65 or over   
 
Please tell us who you live with: 

 I live alone     
 I live with spouse/partner/family/friend     
 I live with a paid live in carer     

 
 

2. Questions about the time you were diagnosed with a neurological illness 
 
How long ago were you diagnosed with a neurological illness? 
0-6 months 7-12 months 1-2 years More than 2 years ago 

                                                                             
 
Were you living in West Berkshire at this time? 
    Yes                No      
 
When you were diagnosed did you get the information you needed about 
your illness?    

 Yes                No 
 

When you were diagnosed were you told who to contact if you needed 
further help?      

 Yes                No 

 

3. Questions about health services in general 
 
Do you believe that you have the help you need from the health services?  

 Yes                No 
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Below is a list of some available help from health services. Please tick the 
services that you have received. Tick as many boxes as apply. 
  Help with physical symptoms (such as breathlessness, fatigue or  
 nausea etc.)  

 Help with PEG feeding tubes (PEG = Percutaneous Endoscopically- 
 guided Gastrostomy 

 Help with CPAP machines (CPAP = Continuous Positive Airway  
 Pressure) 

 Physiotherapy 
 Occupational therapy 
 Speech and Language therapy  
 Wheelchair clinic 
 Support, advice and information 
 Referral to or liaison with Social Services 
 Referral to or liaison with charitable organisations 

 
 
4. Questions about the Clinical Nurse Specialist 
 
Do you feel the Clinical Nurse Specialist has a good understanding of 
neurological illness?  

 Yes                No 
 

How long is it since you first met the Clinical Nurse Specialist? 
0-6 months 7-12 months More than 12 months 

                                                     
 

Please read the statement below and tick any that you agree with. 
 
The Clinical Nurse Specialist: 

a)  Responded quickly when I asked for help 

b)  Helped to organise the help I needed 

c)  Provided a single point of contact for information and help 

d)  Helped me to manage my illness 

e)  Helped me to keep as much independence as possible 

f)  Gave me information about my neurological illness as and when 
I  

  needed it 

g)  Helped the professionals/family/friends who support me to  
understand my neurological illness 

h)  Helped me with physical symptoms 
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i)  Gave me confidence knowing there was someone to call when I  
need help 

j)  Helped me to improve my quality of life 

k)  Referred to or linked me with other services/organisations  
 
If you had to pick just one from the above list, which would you say has 
been most important to you.  

Please give letter a – k.  
 
Please read the following statement: 
The Clinical Nurse Specialist makes a real difference and should be 
available to everyone affected by a rare neurological illness.  
 
Please tick the box that most closely matches your response to this 
statement. 

Strongly 
Agree 

Agree Neither 
Agree or 
Disagree 

Disagree Strongly 
Disagree 

                                                                               

5. Questions about Contact with Health Services 
 
Did you have contact with health services in relation to your neurological 
illness before you met the Clinical Nurse Specialist?  

 Yes                No 
If YES, how happy were you with the services provided? 
Please tick the appropriate box for you. 

 
Very Satisfied 

 
Satisfied 

Neither Satisfied 
or Dissatisfied 

Very 
Dissatisfied 

 
Dissatisfied 

                                                                                
 
Are you more satisfied with the service provided now you have a Clinical 
Nurse Specialist?  

 Yes                No 
 

6. Final Question 
 
If you could choose just one thing (imagine you have a magic wand) what 
would you do to improve the Clinical Nurse Specialist service? 
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To develop a better understanding of how the Clinical Nurse Specialist role 
improves the lives of people affected by rare neurological illness, we would 
like to interview some people. 
 
Are you willing to be interviewed?        Yes                No 
Interviews can be held in your own home or at an appropriate alternative 
venue. If you agree to be interviewed, we will contact you by telephone or 
email to arrange this. Could you please let us have your name, and 
telephone number or email address. 
 
 
 
 
 
 
 
Thank you for taking the time to fill in this questionnaire.  
Please return it to the research team, in the envelope provided. 
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APPENDIX 7 
QUESTIONNAIRE FOR CARERS 

Evaluation of the Clinical Nurse Specialist post 

Questionnaire for informal carers of people with a rare neurological 
illness 

(By informal carer we mean a relative, partner or friend who spends 
time supporting and helping a person who has a rare neurological 

illness) 
 

1. First, a few questions about you 
 
Which age group are you? 

 18-40       41-64      65 or over 
 
Do you live with the person you care for?   Yes            No      
 
What proportion of your time is spent as a carer for the person with 
neurological illness? 

 Full time          Half Time          Less than Half Time 
 
 

2. Questions about the time the person you care for was diagnosed with  

neurological illness 
 
How long ago was he/she diagnosed with neurological illness? 
0-6 months 7-12 months 1-2 years More than 2 years ago 

                                                                             
 
Were you involved with the person you care for at the time of diagnosis?   

 Yes                No 
 
If NO please move onto question 3. 
If YES: 
At the time of diagnosis did you get the information you needed?   

 Yes                No 
 
At the time of diagnosis were you told who to contact if you needed further 
help? 

 Yes                No 
 
Was the person you care for living in West Berkshire at the time of 
diagnosis?  

 Yes                No 
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3. Carers’ Assessments 
 
Have you had a carers’ assessment by Social Services?  

 
If YES, what was the outcome of this assessment? Please comment. 
 
 
 
 
 
 
 
If NO, have you been offered a carers’ assessment by Social Services?  

 Yes                No 

 

4. Questions about the health service 
 
Do you believe that you and the person you care for have the help you 
need?  

 Yes                No 
 
Below is a list of some available help from health services. Please tick the 
services that you or the person you care for have received. Tick as many 
boxes as apply. (The list is continued on page 3). 
  Help with physical symptoms (such as breathlessness, fatigue or  
 nausea etc.)  

 Help with PEG feeding tubes (PEG = Percutaneous Endoscopically- 
 guided Gastrostomy 

 Help with CPAP machines (CPAP = Continuous Positive Airway  
 Pressure) 

 Physiotherapy 
 Occupational therapy 
 Speech and Language therapy  
 Wheelchair clinic 
 Support, advice and information 
 Referral to or liaison with Social Services 
 Referral to or liaison with charitable organisations 

 
 
5. Questions about the Clinical Nurse Specialist  
 
Do you feel the Clinical Nurse Specialist has a good understanding of 
neurological illness?  

 Yes                No 
 
Please read the statements below and tick any that you agree with.  
The Clinical Nurse Specialist: 
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a)  Responded quickly when I asked for help 

b)  Helped to organise the help I needed 

c)  Provided a single point of contact for information and help 

d)  Helped me to cope with and understand the illness and its  
symptoms 

e) Gave me information about neurological illness as and when I  
needed it 

f)  Helped to get aids, equipment or adaptations for the home 

g)  Gave me confidence knowing there was someone to call when I 
needed help 

h)  Helped me to improve my quality of life 

i)  Referred to or linked me with other services/organisations   

j)  Introduced me to carers’ groups/other carers 
If you had to pick just one from the above list, which would you say has 
been most important to you?  

Please give letter a – j.  
 
Please read the following statement: 
 
The Clinical Nurse Specialist makes a real difference and should be 
available to everyone affected by a rare neurological illness.  
 
Please tick the box that most closely matches your response to this 
statement. 

Strongly 
Agree 

Agree Neither 
Agree or 
Disagree 

Disagree Strongly 
Disagree 

                                                                               
 
 

5. Questions about contact with the health service 
 
Did you have contact with health services before you met the Clinical 
Nurse Specialist?  

 Yes                No 
 
If yes, how happy were you with the services provided? 
Please tick the appropriate box for you. 

  Neither Satisfied Very  
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Very Satisfied Satisfied or Dissatisfied Dissatisfied Dissatisfied 
                                                                                
 
Are you more satisfied with the service provided now you have a Clinical 
Nurse Specialist?  

 Yes                No 

 
How long is it since you first met the Clinical Nurse Specialist? 
0-6 months 7-12 months More than 12 months 

                                                     
 
6. Final Question 
 
If you could choose just one thing (imagine you have a magic wand) what 
would you do to improve the Clinical Nurse Specialist service? 
 
           
 
 
 
 
 
 
 
To develop a better understanding of how the Clinical Nurse Specialist role 
improves the lives of people affected by a rare neurological illness, we 
would like to interview some carers. 
Are you willing to be interviewed?        Yes                No 
 
Interviews can be held in your own home or at an appropriate alternative 
venue. If you agree  to be interviewed, we will contact you by telephone or 
email to arrange this. Could you please let us have your name, and 
telephone number or email address. 
 
 
 
 
 
 
 
 
 
Thank you for taking the time to fill in this questionnaire. 
Please return it to the research team, in the envelope provided. 
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University of Reading School of Health and Social Care 
 
 
This document is evidence presented to the working party, and represents work that was in 
progress at the time of writing. As such, the information presented and opinions expressed 
herein are those of the author, and do not necessarily represent the views of the working 
party, or the Royal College of Physicians. 
 
© University of Reading 2011. All rights reserved. 
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School of Health and Social Care 

 
 

EVALUATION OF MS SPECIALIST WORKER POST IN WEST BERKSHIRE 
 

SUMMARY 
The innovative post of a Multiple sclerosis (MS) specialist worker was jointly funded 
for 3 years by the MS Society Nurse Fund and West Berkshire County Council. The 
postholder commenced in July 2003, based within the West Berkshire community 
care team for people with physical disabilities. 
 
A multi method evaluation of this post was undertaken by staff from the University of 
Reading.  
 
People affected by MS initially identified where the new postholder could make a 
valuable difference to the provision of social care services: in the time available, 
specialist expertise and co-ordination between health and social care. The evaluation 
found evidence that the new post was successful in developing service provision in 
these 3 areas. Alongside this, the MS specialist worker contributed to meeting the 
local authority Performance Assessment Framework Indicators and the priorities of 
the National Service Framework for people with long-term neurological conditions 
 
 
The evaluation found: 
• there was a high level of satisfaction with the service provided by the MS specialist 
amongst service users, carers, and health and social care professionals 
• those who had contact with the MS specialist were now more satisfied with West 
Berkshire social are services than they had been previously  
• those in contact with the MS specialist valued the mix of practical and emotional 
support she provided 
• those people with MS who had contact with West Berkshire social care services 
were more satisfied with the help received than those in contact with other local 
authority social care services 
• carers of people with MS who had contact with West Berkshire social care 
services were more satisfied than those in contact with other local authority social 
care services 
• carers of people with MS who had contact with West Berkshire social care 
services received a wider range of services than those in contact with other local 
authority social care services 
• carers of people with MS who had contact with West Berkshire social care 
services were much more likely to have received a Carers Assessment than those in 
contact with other local authority social care services 
• the impact of the MS specialist worker was positive in relation to all the above 
service outcomes 
• the most frequently desired improvement in social care services for people 
affected by MS was further development of the MS specialist post 
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School of Health and Social Care 

 
EVALUATION OF MS SPECIALIST WORKER POST IN WEST BERKSHIRE 

 
Background 
The MS specialist worker post has been jointly funded for 3 years by the MS Society 
Nurse Fund and West Berkshire County Council. Ros Edwards, an occupational 
therapist by profession, was appointed to this new post in July 2003. She was based 
within the West Berkshire community care team for people with physical disabilities. 
Although the role of MS specialist nurses is well established, that of an MS specialist 
caseworker is innovative. There is believed to be only one other such post in the UK. 
Evaluation of this initiative was therefore necessary, to identify the impact of the post; 
the evaluation was funded by the Newbury and District MS Society and the Reading, 
Wokingham and District MS Society 
 
The evaluation 
A project steering group oversaw the evaluation; this group consisted of members of 
the West Berkshire community care team for people with physical disabilities, and 
representatives of the 2 local district branches of the MS Society. 
Ann Quinn, from the School of Health & Social Care at the University of Reading, 
was commissioned to undertake the research; Sandra Lawton was a research 
assistant on the project.  
This was a small scale multimethod study, with 5 phases to the evaluation: 
Preliminary stage: Focus Group, members of Newbury & District MS Society 
   Overview of literature and policy context 
This initial stage identified 3 areas where the MS specialist could have an impact on 
service provision: time available; specialist expertise; co-ordination between health 
and social care. These 3 areas were explored in the subsequent evaluation.  
Stage 1 Questionnaires to people with MS and their carers who had 

contact with West Berkshire social care services, and to a 
comparison group who had contact with other LA social care 
services 

 
Stage 2  Interviews with people with MS and their carers 
 
Stage 3  Interviews with professionals 
 
Stage 4  Analysis of service statistics 
See Appendix 1 for a more detailed discussion of the research methods, and 
limitations. 
 
Summary evaluation findings 
• there was a high level of satisfaction with the service provided by the MS 
specialist. (Appendix 2, Table III.1 and Table IV.3) 
Of 72 people with MS who had contact with the MS specialist worker and responded  
to the questionnaire, the considerable majority (87%) thought she made a real 
difference and should be available to everyone affected by MS. A similarly large 
majority (88%) thought she had a good understanding of MS. 
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Similarly for carers who had contact with the MS specialist: a large majority 78% 
thought she made a real difference and should be available to all affected by MS, 
while 88% thought she had a good understanding of MS. 
The health and social care professionals interviewed were also highly satisfied. They 
believed it saved time for them to have a named worker to contact, and that the 
support of the MS specialist enabled them to provide an improved service. 
• those who had contact with the MS specialist were now more satisfied with 
West Berkshire social care services than they had been previously (Appendix 2, 
Table III.4; Appendix 3, Table II.4)  
80% of 44 people with MS who had prior contact with West Berkshire SS before 
meeting the MS specialist were now more satisfied than before. Of 33 carers who 
had prior contact with West Berkshire SS, 52% were now more satisfied. 
• those in contact with the MS specialist valued the mix of practical and 
emotional support provided (Appendix 2, Table IV.2, IV.5; Appendix 3, Table II.5) 
The majority of people with MS in contact with the MS specialist were in receipt of 
aids, equipment or home adaptations (82%), and support, advice and information 
(57%). For people with MS, the most important aspect of the help provided was that it 
gave them confidence that there was someone to call when help was needed (28%); 
that the MS specialist responded quickly (25%), helped to get aids, equipment or 
adaptations for the home (19%) and helped them keep as much independence as 
possible (16%). Smaller numbers highlighted the importance of helping to organize 
necessary help or manage their condition, helping to improve quality of life, and 
helping those who support them to understand MS, as well as referrals to other 
organizations.  
For carers, the most important aspect of the help was that there was a quick 
response (43%), that the MS specialist helped organize the necessary help (29%) 
and helped to get aids, equipment or adaptations for the home (19%), and gave 
confidence that there was someone to call when help was needed (10%). 
• those people with MS who had contact with West Berkshire social care 
services were more satisfied with the help received than those in contact with 
other local authority social care services. (Appendix 2, Table II.2, II.3, II.5) 
61% of 116 people with MS who had contact with West Berkshire SS believed they 
received the help they needed all or most of the time compared to 40% of 58 people 
who had contact with other local authorities. A large majority believed their West 
Berkshire contact had a good understanding of MS –78% compared to 36% of those 
who had contact with other local authorities. Only 7% of those who had contact with 
West Berkshire believed they never received the social care services they need while 
12% of those who had contact with other local authorities believed they never 
received the services they needed.  
People with MS in contact with West Berkshire SS agreed that SS: helped to get 
aids, adaptations & equipment for the home (73%); responded quickly (66%); gave 
confidence knowing there was someone to call (60%); helped to organize necessary 
help (54%); and helped them keep as much independence as possible (53%). In 
comparison, 81% of people with MS in contact with other local authorities agreed that 
SS helped to get aids, equipment and adaptations for the home; however, no other 
statement was agreed by more than half of those in contact with other SS. 
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• carers of people with MS who had contact with West Berkshire social care 
services were more satisfied than those in contact with other local authority 
social care services. (Appendix 3,Table I.7,  I.11),  

54% of the 63 carers who had contact with West Berkshire SS believed they received 
the help they needed all or most of the time, compared to 31% of the 44 carers in 
contact with other local authority SS. 
Carers in contact with West Berkshire SS agreed that SS: helped to get aids, 
equipment or adaptations for the home (70%); helped to organize necessary help 
(62%); gave them confidence that there was someone to call (58%); and responded 
quickly (54%). 82% of carers in contact with other local authorities agreed that the 
social care services helped to get aids, adaptations and equipment for the home. No 
other statement was agreed by more than 50%; the next highest agreement was that 
SS responded quickly and helped to organize necessary help – both agreed by 24% 
of those in contact with other local authorities.  
• carers of people with MS who had contact with West Berkshire social care 
services received a wider range of services than those in contact with other 
local authority social care services. (Appendix 3, Table I.8) 
On average, carers in contact with West Berkshire SS (or the person they cared for) 
received just over 3 services (mean 3.3, range 1 to 8); those in contact with other 
local authorities received less than 2 services (mean 1.7, range 1-7). 
The most commonly received service was aids, equipment or home adaptations – 
received by 79% of those carers in contact with West Berkshire SS and 60% of the 
other carers. No other service was received by more than 25% of the carers in 
contact with other local authorities but for those in contact with West Berkshire SS, 
respite care was received by 47%, referral or liaison by 45%, personal care by 41%, 
support, advice and information by 38%, direct payments by 29%, and day care by 
26%. 
• carers of people with MS who had contact with West Berkshire social care 
services were much more likely to have received a Carers Assessment than 
those in contact with other local authority social care services. (Appendix 3, 
Table I.6) 
32% of the 63 carers who had contact with West Berkshire SS reported having had a 
Carers Assessment, compared to 16% of the 44 carers in contact with other local 
authorities. 
Those carers who had not had an assessment reported that it was because it had not 
been offered (65% of those in contact with west Berkshire SS, and 75% of those in 
contact with other local authorities); only 1 carer in each group reported that they had 
refused an offered assessment. 
• the impact of the MS specialist worker was positive in relation to all the 
above service outcomes. (Appendix 2, Table IV; Appendix 3, Table III) 
Comparison of those affected by MS receiving a service from the MS specialist, and 
those receiving a service from other West Berkshire demonstrates greater 
satisfaction with the service, and more services received. 
• the most frequently desired improvement in social care services for people 
affected by MS was further development of the MS specialist post (Appendix 2, 
Tables V, VI, VII; Appendix 3, Tables IV, V) 
People with MS and their carers, from all areas, wanted the MS specialist post 
extended. 
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The starting point 
The impetus for this post partly arose from local concerns. The MS nurse believed a 
disproportionate amount of her time was being devoted to people with complex social 
needs. This was diverting her from her area of clinical expertise. Members of the 
local branch of the MS society were also unhappy with the social care services they 
received, particularly in terms of co-ordination between health and social care 
services. The West Berkshire team for people with physical disabilities similarly  saw 
the need for a specialist MS worker. They had a large number of service users with 
MS within their area, but the demands of care management meant that they were 
unable to provide the service they wished, especially in terms of a rapid response, 
continuity of contact, and preventative work.  
While the post predated the National Service Framework for people with long-term 
neurological conditions, published in March 2005, it is in line with that framework’s 
priotities: person-centred services, supporting people to live independently and co-
ordination between health and social care organizations and other local agencies.  
 
The service context 
The post was established during a time of ongoing re-organisation for adult social 
care services in West Berkshire, with questioning of the future for the physical 
disabilities team. The team relocated offices to a different town, and had a change of 
team manager; the MS specialist also had a period of sick leave. 
The high level of satisfaction with the service is impressive against this somewhat 
difficult background. 
 
Transformed perceptions 
The satisfaction with the MS specialist service is the more notable given the 
reservations expressed about social care services by members of the local branch of 
the MS society at the start of the project. A focus group of 8 members made it clear 
that contact with Social Services would, for them, only be in the very last resort. They 
did not trust social care workers to understand MS. They resented the means-testing 
of services, the delays in response, and the lack of continuity of staff; the policy of 
‘closing cases’, so that they had to tell their story anew each time they contacted was 
widely disliked. Only in an emergency, when there was no-one else to call on, would 
they contact social services: and as one member wryly noted “Social services don’t 
do emergencies” – a comment on the perceived delays in obtaining any response. 
Confidence that social care services would provide help when necessary is clearly 
important for people’s peace of mind. The MS specialist transformed perceptions, so 
that more than half of those who had contact with West Berkshire SS now believe 
that they respond quickly, have confidence there is someone to call if help is needed, 
and that they will be helped to organize any necessary help and helped to keep as 
much independence as possible. 
From the interviews with health professionals, there was evidence for changed 
perceptions also, with health professionals more ready to refer people to West 
Berkshire SS now there was an MS specialist. 
 
The expertise of the MS specialist 
The expertise of the MS specialist, and her understanding of MS, was valued highly 
by both people with MS, their carers, and professionals. It was apparent that it is not 
simply the role that is valued, or the specialist knowledge about MS, but the 
postholder’s interest and her capacity to convey this to people affected by MS. One 
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interviewee (from Wokingham) made the distinction clearly: his care manager “has a 
good understanding of MS. What is lacking is the recognition that each person is an 
individual and just because people have the same disease it does not mean they 
have the same needs or are affected in the same way”. The relationship with social 
care staff matters: trust is important, being treated with respect and consideration, as 
well as having confidence that the complexities of MS are understood. The 
importance of this was a strong theme in interviews with people with MS and carers, 
with a number of people mentioning times they felt they had been treated without 
respect by a variety of health or social care staff who appeared uninterested in their 
difficulties. This contrasted with strong praise for the MS specialist: “She is brilliant”. 
Health and social care professionals also commented in interviews on the 
commitment of the postholder to improving services for people affected by MS. This 
was evident in the additional services she developed, having identified unmet needs 
e.g. for people experiencing cognitive problems. Her ability to operate outside some 
of  the constraints of the care management role was important. 
The professional identity of the MS specialist - the fact that she is an Occupational 
Therapist - was not mentioned by any service users or carers, nor did it usually arise 
in the interviews with professionals. Given that the provision of aids, equipment, and 
equipment for the home was the service received most frequently by people affected 
by MS, arguably the occupational therapy expertise was helpful here. However, most 
important to people affected by MS was the confidence that there was someone they 
could contact when they needed help, and who would respond swiftly.  
 
The views of health and social care professionals 
Health professionals pointed to the greater ease of contacting social care services, 
now there was a named MS specialist they could contact. They appreciated the time 
saved as a consequence. They also believed people with MS in West Berkshire were 
receiving a more rapid and positive response when referred for social care services 
than those they referred to other local authorities. (This perception was upheld by 
people affected by MS in their responses to the questionnaires). 
Social care professionals thought they were benefiting from fewer referrals, since the 
MS specialist dealt with the problem at the time of the initial assessment. They 
believed the MS specialist could devote more time to case work than usual in care 
management, and this is likely to prevent family breakdown and stress. Similarly, the 
time invested in setting up self-help groups was worthwhile in preventing crises 
arising. This group of professionals were the only ones to mention the MS specialist’s 
professional identity as an occupational therapist. They believed this enabled people 
with MS requiring aids and adaptations to receive a swifter service than they would 
otherwise. 
All professionals believed the expertise of the MS specialist enables people affected 
by MS to receive accurate and relevant information and that she supported other 
professionals to offer an improved service.  
Joint working between health and social care services was acknowledged to have 
improved – some social care professionals reported no knowledge of the MS nurse 
before the MS specialist was appointed, while some health care professionals 
acknowledged they had little awareness of what social care services could offer prior 
to her appointment. In the fast-changing, frequently re-organised context of health 
and social care, specialist expertise is arguably necessary to remain abreast of 
developments, and to know the local service network. 
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Government policies and performance indicators 
The government’s modernising agenda aims to develop person-centred services, 
support people to live independently and co-ordinate health and social care services. 
The development of the MS specialist post is clearly in line with these aims, and with 
the more specific recommendations of the NICE Guidelines for the Management of 
MS and the National Service Framework for long-term neurological conditions. 
A number of the Performance Assessment Framework Indicators are relevant to the 
work of the MS specialist. intensive home care, direct payments, carer’s 
assessments, delivery time for aids and adaptations, admissions to residential/ 
nursing care, waiting times for assessments and care packages, adults < 65 with 
physical disabilities helped to live at home, and delayed hospital discharges.  
The MS specialist’s statistics demonstrate that she is making a positive contribution 
to meeting these targets, beyond that expected on a pro rata basis. Her statistics 
show: 
• 22 Enhanced Care Packages (10 hours +) on current case load  
This includes 7 people who have 24 hour-live in care packages and would otherwise 
need residential care. It compares with a West Berkshire –wide figure, across all 
client groups, of 240 households receiving intensive home care in the December 
2005 survey week.  
• Direct payments: Information given to 33 people ; 10 accepted 
This compares with a West Berkshire –wide figure, across all client groups, of 65 
clients receiving direct payments, including 37 clients of the Physical Disabilities 
team, as at the end of October 2005. 
• No clients going into residential or nursing care  
This compares with a West Berkshire –wide figure, for all clients aged 65 and over, of 
148 admissions in the 12 months to end of October 2005. 1 person under 65 years 
and with physical disabilities was admitted in the same period. 
• 6 people were admitted to hospital: 4 routinely, 2 because of a physical 

relapse. There were no delayed discharges. 
Across West Berkshire, there was a delayed discharge rate of 23.60 per 100,000 
population aged 65 and over at the end of October 2005. 
• Carers’ Assessments: 39 were offered, and 22 accepted. 
This compares with a West Berkshire figures for clients of the Physical Disabilities 
team of 28% of carers for assessed or reviewed clients received a carers 
assessment, 30% of carers for clients of the Older People’s team (East) and 24% of 
cares of clients for Older People’s team (West) 
• Waiting/ Response times: of the 97 enquiries, 88 (91%) received an 
immediate response from the MS specialist; 9 were referred for more in depth 
work, and will wait between 1 -6 months.  
West Berkshire figures are calculated only for those clients aged 65 and over: 82% 
received an assessment, and 79% a care package, within 28 days. 
 
Improvements desired to the service 
Of those who had contact with the MS specialist, almost half would simply chose to 
expand this service if they had a magic wand. For most, this expansion of the MS 
specialist service was desired to enable more people to receive what was perceived 
as a very valuable service: “Everyone should have a specialist!. But for some, 
expansion was necessary to ensure a more adequate service, increasing the 
availability of the MS specialist and enabling more time to be spent with those 
affected most by MS. 
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Better information was also desired: information about what help is provided by social 
care services, available from the time of diagnosis, with follow-up to ensure people 
received the necessary help. Findings from all people affected by MS demonstrated 
that the majority believed they did not receive enough of the information they needed 
at diagnosis, nor were they given information about who to contact. Continuity of 
contact was also desired, with routine follow-up and services co-ordinated across 
health and social care. From the interviews, a number were pleased with the service 
they were now receiving from the MS specialist – but frustrated that health 
professionals had not referred them earlier. 
Frustration and distress about delays in receiving help – both in terms of an initial 
response, and then in provision of services - was still evident, and expressed most 
strongly by carers. Overall, carers appeared less satisfied with the service they 
received than people with MS. 
Across all LA areas, there was some dissatisfaction with communication with SS 
offices, and the answering of phones and conveying messages. This appeared less 
of a problem for those in contact with West Berkshire SS, but still featured. It was 
most prominent in interviews with people living in Reading; the 9 people interviewed 
all gave examples of difficult and stressful attempts to gain help. One of the Reading 
interviewees also mentioned a contrasting positive experience with Reading SS; he 
noted “the difference is all about the personality and character of the person 
concerned”. This theme was echoed in the comments of many affected by MS, who 
emphasised the importance of being treated with respect, being listened to and 
believed. 
The financial impact of MS was frequently mentioned in the interviews with people 
affected by MS, and the means-testing of social care services was widely perceived 
as unfair and unjustifiable. 
West Berkshire professionals pointed to the need to clarify role boundaries – 
between the MS specialist and other care managers/ social workers/ occupational 
therapists, and between the MS specialist and the MS nurse. 
 
Conclusion 
Three areas were initially identified where the MS specialist could make a difference; 
both people affected by MS and health and social care professionals wanted these 
improvements in service provision. Evaluation findings showed that the MS specialist 
made the desired difference across these 3 areas: 

1. Time: swifter response; continuity of contact; longer term work in complex 
situations 

2. Expertise: specialist knowledge; service development; advice to colleagues 
3. Liaison: co-ordination between health and social services 

In doing so, she has developed services for people with MS in line with government 
priorities as expressed in the NICE Guidelines for the Management of MS, the NSF 
for long-term neurological conditions, and the broader modernising agenda. 
Additional improvements to services were identified by people with MS and their 
carers, and there was general agreement that an MS specialist should be available 
for everyone affected by MS.  
Areas for further consideration in developing services are: 
• the place of specialist expertise – is it the postholder’s expert knowledge about MS 

that makes the difference, or the capacity to work outside some of the care 
management constraints? 
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• the role of the MS specialist’s professional identity – does it make a difference if 
the postholder is an occupational therapist  or social worker? 

• service provision to people with other disabilities or illnesses – is this a model for 
more general service provision? Should there be a specialist worker for each 
disability or illness?  

 
Ann Quinn 

School of Health and Social Care 
University of Reading 

March 2006 
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APPENDIX 1 
RESEARCH METHODS 

 
Preliminary stage: Focus group with members of Newbury & District MS 

Society, and overview of literature and policy context 
A focus group was held with members of the local branch of the MS Society. 9 
members (both people with MS and their carers) were invited to attend the group by 
the member who was on the project steering group; 8 members (male and female, 
and across the age range) were able to attend on the day.  
The relatively sparse literature on social care services and social support for people 
affected by MS was reviewed, alongside relevant health and social care policy. 
Preliminary findings 
This initial stage, supplemented by discussions with members of the project steering 
group, suggested 3 areas where the MS specialist could have an impact  

1. Time: swifter response; continuity of contact; longer term work in complex 
situations 

2. Expertise: specialist knowledge; service development; advice to colleagues 
3. Liaison: co-ordination between health and social services 

Accordingly, the evaluation aimed to explore these 3 areas. 
 
Stage 1  Questionnaires to people with MS and their carers who  
 had contact with West Berkshire social care services, and to 

a comparison group who had contact with other local 
authority social care services. 

Respondents 
Questionnaires were sent to the 198 people with MS known to West Berkshire social 
care services (West Berkshire SS): 178 who were known by the MS specialist, 20 
known to other workers. (Those known to the MS specialist included a greater 
number of people than those she had direct contact with). For reasons of 
confidentiality and data protection, the researchers did not have direct access to the 
databases of those people with MS known to West Berkshire SS: the mailing was 
addressed by West Berkshire staff. 
Questionnaires were also sent to the 80 Newbury & District branch of the MS Society 
members living in West Berkshire. and to the 190 members of the Reading, 
Wokingham  & District Branch of the MS Society. Most members of the Reading, 
Wokingham & District branch live in Reading or Wokingham; they would be the 
comparison group. For reasons of confidentiality, these mailings were sent out by MS 
Society members 
 
4 of those sent questionnaires by West Berkshire replied that they did not have MS, 
or the person no longer lived at the address etc. That reduced the numbers to 194: 
175 known by the MS specialist, 19 known to other West Berkshire SS workers.  
The initial response rate (45%) was disappointing, despite sending out 2 sets of 
reminder letters following the first mailing; 88 people with MS eventually replied, and 
52 carers.  
 
This response was supplemented by the mailing to the 80 Newbury & District branch 
of the MS Society members living in West Berkshire. That resulted in a further 36 
responses, 29 of whom had contact with West Berkshire SS. 8 of these had 



 12 

responded to the earlier West Berkshire SS mailings leaving 21 additional responses. 
A further 11 carers responded. 
The mailing to the 190 members of the Reading & District branch of the MS Society 
produced responses from 75 people with MS; 11 respondents lived in West 
Berkshire, and 7 of these had been in contact with West Berkshire Social Services. 
No West Berkshire carers responded from this mailing. 
We assume that those reached via the 2 local MS societies who said they had 
contact with West Berkshire SS are included in the West Berkshire SS database. (An 
earlier exercise, comparing databases, had demonstrated that the West Berkshire 
listing was the most complete). 
 
Thus the overall response rate for people with MS who have had contact with 
West Berkshire Social Services is 60% (116/194): a further 63 carers of people 
with MS who had contact with West Berkshire Social Services responded. 
• of the 116 people with MS who had contact with West Berkshire SS, 72 had 
contact with the MS specialist, 44 with other West Berkshire workers. 
• the 72 responses from people with MS who had contact with the MS specialist 
represents 74% of her referral total of 97 people  
• of the 63 carers who replied, 40 had contact with the MS specialist, and 23 with 
other West Berkshire workers. 
• 10 of the respondents living in West Berkshire had no contact with social care 
services. 
 
The response rate from the membership of the Reading, Wokingham & District 
MS Society was 39% (75 /190, assuming the membership list consists entirely of 
people with MS). Additionally, 44 carers of members of the Reading, Wokingham 
& District branch replied. 
• 65 respondents with MS from both MS Society branches lived outside the West 
Berkshire local authority area. 57 of these had contact with other local authority 
social care services. (1 of these respondents was a member of the Newbury & 
District branch; the rest were from the Reading, Wokingham & District branch). 
• 38 respondents with MS lived in Reading, and 33 had contact with Reading SS 
• 16 respondents with MS lived in Wokingham, and 15 of these had contact with 
Wokingham SS. 
• 11 respondents with MS lived in other local authority areas, and 9 had contact with 
other local authority SS. 
• 4 of the respondents living in Reading, 2 living in Wokingham and 1 living in 
another local authority area had no contact with local authority social care services. 
• 44 carers responded, all of whom had contact with local authority social care 
services  
 
 
Stage 1 Findings  
1  Findings from questionnaires to people with MS who had contact with 

West Berkshire Social Services: see Appendix 2 for detailed results (116 
respondents) 

2. Findings from questionnaires to carers of people with MS who had  
contact with West Berkshire social care services: see Appendix 3 for 
detailed results (63 respondents) 
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3. Comparison with members of the 2 branches of the MS Society who do 
not live in West Berkshire and who have had contact with other SS: see 
Appendices 2 & 3 for detailed results (57 people with MS, 44 carers) 

 
Stage 2 Interviews with people with MS and their carers  
44 people affected by MS were interviewed. All those who agreed to be interviewed 
when they returned the questionnaire were contacted for interview, and interviews 
arranged with all who responded to the contact. 
 
• 19 of those people with MS who had contact with West Berkshire SS were 
interviewed. 18 of these had contact with the MS specialist. 
• 8 carers of people with MS who had contact with West Berkshire SS were 
interviewed.  
• Of those from West Berkshire who agreed to be interviewed, 6 were a ‘matched 
pair’ of 3 people with MS plus their carers. 
• 21 members of the Reading & District branch of the MS Society were interviewed - 
14 people with MS and 7 carers. 
•   12 of those interviewed live in the Wokingham area and have contact with 
Wokingham SS – 8 people with MS and 4 carers. 2 of these were a ‘matched pair” 
• 9 of those interviewed live in the Reading area and have contact with Reading SS 
– 6 people with MS and 3 carers. 6 of these were ‘matched pairs’.  
 
Stage 3 Interviews with health & social care professionals 
9 professionals were interviewed. They were contacted by a snowball process, 
starting with recommendations from the steering group. 5 were from social care 
services, 4 from health care services. 
 
Stage 4 Analysis of service statistics 
The MS specialist provided a breakdown of her statistics from the start of her post 
through to the beginning of November 2005 (2 years 4 months). She had received a 
total of 97 enquiries and responded directly to 88 of them; referring on 9 for further in 
depth work. The MS Specialists’ statistics relevant for local authority Performance 
Assessment Framework (PAF) Indicators were explored, and compared with the PAF 
indicators within West Berkshire Council adult services more generally for the 12 
months until the end of October 2005.  
 
 

Research Limitations 
Response rate 
The response rate from West Berkshire residents was high enough (at 60%) to 
suggest that the respondents were representative of all people affected by MS who 
have had contact with West Berkshire SS. The response rate from members of the 
Reading, Wokingham & District branch of the MS Society was lower, at 39%. This 
raises the possibility that those who responded were not representative of the wider 
branch membership. We cannot exclude the possibility that their attitude to SS is 
more negative than the overall membership; however, their views are in line with 
what would be expected by branch representatives.  
It also means that the number who had contact with different social care services 
was necessarily low: 33 with Reading SS, 15 with Wokingham SS, plus carers. 
(Except for those carers who agreed to be interviewed, we do not have a breakdown 
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of local authority area for the 44 carers contacted via the Reading, Wokingham & 
District branch who completed the questionnaire; the 7 carers who agreed to 
interview were almost equally divided, 4 from Wokingham and 3 from Reading). 
 
No information about lack of contact with SS: 
The evaluation was designed to compare the response of those who had contact with 
West Berkshire SS and with the MS specialist worker, with those who had contact 
with other local authority social services. Research literature demonstrates the 
negative image of SS in general, and social workers in particular, and people’s 
reluctance to have contact; encouragingly, the response from those who go on to 
have experience of SS is usually more positive than their expectations. 
This study cannot determine whether those members of both branches of the MS 
Society who have no contact with SS would in fact benefit from it, and are not 
receiving services because of negative or low expectations of SS, or lack of 
information about what is available. Most simply wrote that they had ‘no need’ of 
social care services. 
Only 17 people who responded have no contact with SS: 10 live in West Berkshire, 4 
in Reading, 2 in Wokingham and 1 elsewhere.  
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APPENDIX 2 
QUESTIONNAIRE FINDINGS: People with MS 

 
Table I: Comparison between those who have contact with West Berkshire social 
care services, those who have contact with other local authority social care services 
and those who have no contact with any local authority social care services 
 
 CONTACT 

WEST 
BERKS SS 
116 people 

CONTACT 
OTHER LA 

SS 
58 people 

NO 
CONTACT 
WITH SS 
17 people 

1. Age group 
18 – 40 
41-64 
65+ 
nil response 

 
14        12% 
80        69% 
21       18.% 
1            1% 

 
5            9% 
39        67% 
14        24% 
- 

 
3          18% 
12        71% 
1            6% 
1            6% 

2. Living 
Alone 
Spouse/friend etc 
Paid carer 
Under 18 in household 
nil response 

 
27        23% 
77        66% 
11          9% 
19        16% 
1            1% 

 
8          14% 
47        81% 
1           2% 
13        22% 
2            3% 

 
2          12% 
14        82% 
- 
7          41% 
1            6% 

3. Time since MS diagnosis 
0-6 months 
7-12 months 
1-2 years  
2 years+ 
nil response 

 
- 
2            2% 
3            3% 
110      95% 
1            1% 

 
- 
- 
2            3% 
56        97% 
- 

 
- 
1            6% 
2          12% 
13        76% 
1            6% 

4. Information at diagnosis 
Yes 
No 
nil response 

 
48        41% 
66        57% 
2            2% 

 
11        19% 
47        81% 
- 

 
3          18% 
13        76% 
1            6% 

5. Given contact at diagnosis 
Yes 
No 
nil response 

 
43        37% 
71        61% 
2            2% 

 
19        33% 
38        66% 
1            2% 

 
4          24% 
12        71% 
1            6% 
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Table II: Comparison between those people with MS who have contact with West 
Berkshire social care services and those who have contact with other local 
authority social care services 
 
 CONTACT 

WEST BERKS SS 
116 people 

CONTACT 
OTHER LA SS 

58 people 
1. Heard of MS specialist (72) 

From MS specialist 
Other professional 
SS enquiry centre 
Other 
nil response 
OR     Heard about SS (44) 
From GP/ nurse 
Other professional 
Family member/friend 
Support group/ vol. org 
Other 
nil response 

 
21                   29% 
16                   22% 
13                   18% 
19                   26% 
3                       4% 
 
11                   25% 
5                     11% 
5                     11% 
6                     14% 
7                     16% 
10                   23% 

 
 
 
 
 
 
 
25                   43% 
7                     12% 
6                     10% 
5                       9% 
10                   17% 
5                       9% 

2. Receive SS help needed 
All of the time 
Most of the time 
Sometimes 
Never 
nil response 

 
31                   27% 
40                   34% 
32                   28% 
8                       7% 
5                       4% 

 
12                   21% 
11                   19% 
26                   45% 
7                     12% 
2                       3% 

3. Good understanding of MS  
Yes 
No 
nil response 

 
90                   78% 
10                     9% 
16                   14% 

 
20                   34% 
26                   45% 
12                   21%    

4. SS help received* 
Help in home 
Personal care 
Aids/ adaptations 
Direct payments 
Day care 
Respite care 
Advice, information, support 
Referral to other agencies 
nil response 
mean amount of help received 

 
20                   19% 
34                   33% 
86                   83% 
25                   24% 
28                   27% 
30                   29% 
49                   48% 
32                   31% 
13                   13% 
2.95 

 
15                   28% 
21                   39% 
46                   85% 
11                   20% 
14                   26% 
13                   24% 
21                   38% 
8                     15% 
4                       7% 
2.76 

 
continued…… 
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Table II continued 
 

 CONTACT 
WEST BERKS SS 

116 people 

CONTACT 
OTHER LA SS 

58 people 
5. SS response* 

Responded quickly 
Organised help 
Helped to manage 
Helped keep independence 
Gave information about MS 
Helped carers understand MS 
Provided aids/ adapatations 
Gave confidence 
Improved quality of life 
Linked to other agencies 
Assessed holistically 
nil response 

 
68                   66% 
56                   54% 
31                   30% 
55                   53% 
37                   36% 
27                   26% 
75                   73% 
62                   60% 
38                   37% 
36                   35% 
31                   30% 
13                   13% 

 
17                   29% 
20                   34% 
9                     16% 
23                   40% 
6                     10% 
3                       5% 
47                   81% 
12                   21% 
14                   26% 
9                     16% 
5                       9% 
6                     10% 

6. Most important * 
Responded quickly 
Organised help 
Helped to manage 
Helped keep independence 
Gave information about MS 
Helped carers understand MS 
Provided aids/ adapatations 
Gave confidence 
Improved quality of life 
Linked to other agencies 
Assessed holistically 
nil response 

 
17                   23% 
3                       4% 
3                       4% 
12                   16% 
- 
1                       1% 
19                   25% 
17                   23% 
1                       1% 
3                       4% 
-                              
41                   35% 

 
-                            - 
2                     10% 
-                              
3                     14%  
-                              
 
15                   71% 
1                       5% 
-                              
-                              
-                              
37                   64% 

7. Satisfied with help from SS ** 
Very satisfied 
Satisfied 
Neither  
Dissatisfied 
Very dissatisfied 
nil response 

 
13                   15% 
33                   38% 
19                   22% 
11                   13% 
5                       6% 
7                       8% 

 
7                     12% 
13                   22% 
20                   34% 
4                       7% 
6                     10% 
8                     14% 

 
* = percentages are given as the percentage of those who responded to this question, with the 
exception of the percentage giving nil response. (The nil response percentage is the percentage of 
questionnaire respondents who did not answer this question). 
 
** = West Berkshire responses combine the views of those who do not have contact with the MS 
specialist (44 people), with the views about SS prior to contact with the MS specialist of those who do 
have contact with the MS specialist and previously had contact with West Berkshire SS (also 44 
people). See Table III for breakdown of satisfaction with SS for those who have contact with the MS 
specialist.  
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Table III: Responses of those people with MS who have had contact with the MS 
specialist (72 people) 
 

1. MS specialist makes a real 
difference & should be 
available to all 

Strongly agree 
Agree 
Neither agree nor disagree 
Disagree 
Strongly disagree 
nil response 

 
 
 
44                   61% 
19                   26% 
6                       8% 
-                            - 
-                            - 
3                       4% 

2. SS contact prior to MS 
specialist 

Yes 
No 

 
 
44                   61% 
28                   39% 

3. Previous satisfaction with 
SS* 

Very satisfied 
Satisfied 
Neither 
Dissatisfied 
Very dissatisfied 

 
 
8                     18% 
12                   27% 
14                   32% 
8                     18% 
2                      5 % 

4. Satisfaction with MS 
specialist compared to past 
SS* 

More 
Same 
Less 

 
 
 
35                   80% 
1                       3%    
8                     18% 

 
* percentages are given as the percentage of those who had prior contact with West Berkshire social 
care services (44 people) 
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Table IV: Comparison of those people with MS who had contact with non-specialist 
West Berkshire SS workers, and those who had contact with the MS specialist  
 
 SPECIALIST MS 

WORKER 
72 people 

NON-SPECIALIST 
WORKERS 
44 people 

1. Receive SS help needed 
All of the time 
Most of the time 
Sometimes 
Never 
nil response 

 
21                      29% 
27                      38% 
20                      28% 
3                          4% 
1                          1% 

 
10                      23% 
13                      18% 
12                      17% 
5                        11% 
4                          9% 

2. SS help received* 
Help in home 
Personal care 
Aids/ adaptations 
Direct payments 
Day care 
Respite care 
Advice, information, support 
Referral to other agencies 
nil response 
mean amount of help received 

 
16                      25% 
27                      42% 
53                      82% 
17                      26% 
20                      31% 
23                      35% 
37                      57% 
23                      35% 
7                        10% 
3.3 

 
4                        11% 
7                        18% 
33                      87% 
8                        21% 
8                        21% 
7                        18% 
12                      32% 
9                        24% 
6                        16% 
2.3 

3. Good understanding of MS 
Yes 
No 
nil response 

 
61                      85% 
2                          3% 
9                        13% 

 
29                      66% 
8                        18% 
7                        16% 

4. SS OR MS specialist * 
Responded quickly 
Organised help 
Helped to manage 
Helped keep independence 
Gave information about MS 
Helped carers understand MS 
Provided aids/ adapatations 
Gave confidence 
Improved quality of life 
Linked to other agencies 
Assessed holistically 
nil response 

 
52                      74% 
39                      56% 
21                      30% 
35                      50% 
29                      41% 
24                      34% 
44                      63% 
48                      69% 
26                      37% 
27                      39% 
23                      33% 
2                          3% 

 
16                      48% 
17                      52% 
10                     30% 
20                      61% 
8                        24% 
3                          9% 
31                      94% 
14                      24% 
12                      36% 
9                        27% 
8                        24% 
11                      25% 

 
continued…… 
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Table IV continued  
 
 SPECIALIST MS 

WORKER 
72 people 

NON-SPECIALIST 
WORKERS 
44 people 

5. Most important * 
Responded quickly 
Organised help 
Helped to manage 
Helped keep independence 
Gave information about MS 
Helped carers understand MS 
Provided aids/ adapatations 
Gave confidence 
Improved quality of life 
Linked to other agencies 
Assessed holistically 
nil response 

 
14                      25% 
3                          5% 
1                          2% 
9                        16% 
- 
1                          2% 
11                      19% 
16                      28% 
1                          2% 
1                          2% 
- 
15                      21% 

 
3                        17% 
- 
1                          6% 
3                        17% 
- 
- 
8                        44% 
1                          6% 
- 
2                        11% 
- 
26                      59% 

6. Satisfied with help from SS 
Very satisfied 
Satisfied 
Neither  
Dissatisfied 
Very dissatisfied 
nil response 

 
See Table III.3 & 
Table III.4 
Page 18 

 
5                        11% 
21                      48% 
5                        11% 
3                          7% 
3                         7% 
7                        16% 

 
* = percentages are given as the percentage of those who responded to this question, with the 
exception of the percentage giving nil response. (The nil response percentage is the percentage of 
questionnaire respondents who did not answer this question). 
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Table V: Identification of One thing to improve the MS specialist service and 
additional comments from those West Berkshire residents who have had 
contact with MS specialist worker (72 people) 

 
• more MS specialists (8) 
• increase service so more available/ provide assistant to help with workload (5) 
• find a cure, ‘halt this terrible disease’.(4)  
•  ‘its perfect, she does a great job’; always helps in every way she can; ‘Extremely 
helpful to have the same worker who specializes in MS and who I can relate to & get 
on with & who can relate to me and understand my needs and moods’ (3) 
• be more thorough; more regular contact; spend a little more time with me (3) 
• better understanding of what is on offer; help & information about services entitled 
to e.g. blue badge, car tax, physiotherapy. ‘A lot of hassle & time finding out about 
these (2)’ 
• improve communication channels, especially at diagnosis (2) 
• make post permanent 
• expand post to all disabilities 
• own budget to fund adaptations to the home. ‘SS not helpful due to limited 
budgets’. 
• able to contact MS specialist directly rather than via SS office. 
• being able to get out on trips 
• Provide a stair lift 
• help with children – e.g. cooking a meal – and cost 
• help maintain independence 
•  ‘Give people what they need, not what the idiots in government think they need’ 
• alert sufferers to new treatments 
• increase amount of physiotherapy available. 
• ensure specialist professionals – e.g. nurses- are the most suitable people. 
• want to know how many in UK with MS, when 1st diagnosed, how much spent on 
research 
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Table VI: Identification of One thing to improve the social service provided for 
people with MS and any additional comments from those West Berkshire 
residents who have not had contact with MS specialist worker (44 people) 

 
• contact from MS specialist (2)  
• make MS specialist role visible; be more proactive (2) 
• help & information at diagnosis. ‘No contact from SS – big silence. If you want 

help, you have to go & look for it ; contact people newly diagnosed to assess for 
benefits and make sure they are received (2) 

• contact from SS: ‘asked for help, but refused’; ‘interest in the MS sufferer’ (2) 
• remove means testing of benefits/ services ‘I had help with hovering when first 

diagnosed, then I was informed it would cost me. I couldn’t afford it so the service 
was stopped. I’ve received no help for 15 years’. (2)  

• To have a named social worker as contact: ‘Other LA SS were excellent. My 
social worker at LA turned the stress and fear around. If I had moved at that time, 
it doesn’t bear thinking about.’ 

• have someone with MS working in SS.  
• help financially with adaptations to home. 
• provide day care to avoid need for residential care 
• provide transport to appointments 
• allow families to take respite together: ‘A family should be together if they want to. 

I understand that some people want time away but younger people with children 
should have a choice’ 

• cure MS 
• co-ordination of treatments to relieve symptoms, enable independence 
• more time to talk, less restricted by legislation 
• provide help at short notice; provide help at a time convenient to me 
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Table VII: Identification of One thing to improve the social service provided for 
people with MS and any additional comments from members of Reading & 
District MS society who are not West Berkshire residents (58 people) 

 
• MS specialist in post; dedicated MS OT or SW to contact at any time: ‘I recently 
waited 2 years for SS help after urgent hospital referral’; specialist MS co-ordinator to 
link with relevant help; point of contact aware of changing needs of MS sufferers; 
knowledge and understanding of the condition; SS department should be notified as 
soon as a diagnosis is made, and responsible from that point for sufferer’s care plan 
and financial well being; maintain contact; continuity & OT availability should be 
improved: ‘My most recent contact left and has not been replaced. It has been very 
variable and unpredictable’; phone call from MS specialist every 6 months to see if 
you have any problems or queries; cut out re-referral: ‘ once assessed you should be 
able to phone without going back to the bottom of the queue again; continue support, 
so you feel important; provide routine follow-up support (12) 
• quicker response for home equipment; ‘Not having to wait up to 18 months to have 
the equipment you need in your place’; swifter response to request for help: ‘It seems 
all social workers have heavy case loads. More staff are needed to speed up 
procedures.’; help when you need it, not wait for 12 weeks until someone comes to 
see you (5)  
• better understanding of people with MS, and get involved more with their quality of 
life; look at individual needs, not influenced by targets; train social workers to 
understand medical conditions and the effects on individuals, and how they can 
influence change in a beneficial way; improve understanding of problems in dealing 
with symptoms of MS (4) 
• respect, and assurance about future; ‘care, consideration and positive action can 
be beneficial’; build trust: ‘It is very important for people with MS to build trust with 
carers. Most care assistants do a brilliant job. the management doesn’t – in fact, 
goes out of its way to be nasty’; change places with us for a month as they clearly 
have no idea how we feel : we deserve to be treated respectfully and with dignity; 
they should be fair: ‘I have not asked for much’ (4) 
• issue relevant information; knowledge about help available; information on how to 
get help (3) 
• no means testing : The provision of care should be based on need. means testing 
is a major barrier to accessing care for people who are not poor and are not wealthy. 
The costs are very significant to people like me’ ; money people have saved to bridge 
gap in endowment mortgages should not be counted as savings and means tested to 
pay for care (2) 
• more funding: ‘I’m afraid all problems – delays, inadequate equipment etc – can 
only be helped by this’; give them more money (2)  
• better timekeeping: ‘Management very inefficient in organizing timetables. Many 
mistakes on a regular basis’; some care services are disorganized (2) 
• make MS disappear; find a cure (2)  
• make it known they are offering a service (1) 
• provision of aids to improve access, mobility (1) 
• more one to one contact with helpers (1)  
• more group meetings with MS sufferers and SS (1) 
• access to a counsellor/therapist (1) 

continued………. 
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• financial payments to carer: ‘Everything I have applied for they have found some 
excuse why we are not entitled to it’ (1) 
• respite care ;’had to fight to get it’ (1) 
• government support for Berkshire MS Centre (1) 
• Higher DLA payments, and better drugs for mood swings (1) 
• more MS nurses (1) 
• improve day centre by replacing the chef (1) 
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APPENDIX 3 
QUESTIONNAIRE FINDINGS: Carers of people with MS 

 
Table I: Comparison between those carers who have contact with West Berkshire 
social care services, and those who have contact with other local authority social 
care services 
 
 CONTACT 

WEST BERKS SS 
63 carers 

CONTACT OTHER 
LA SS  
44 carers 

1. Age group 
18 – 40 
41-64 
65+ 
nil response 

 
10                      16% 
42                      67% 
11                      17% 
- 

 
5                        11% 
25                      57% 
13                      30% 
1                          2% 

2. Time as carer 
1-2 week 
1-2 day 
3-5 day 
more 
nil response 

 
7                        11% 
7                        11% 
9                        14% 
36                      57% 
4                         6% 

 
4                        10% 
4                        10% 
9                        20% 
22                      50% 
5                        11% 

3. Time since MS diagnosis 
0-6 months 
7-12 months 
1-2 years  
2 years+ 
nil response 

 
1                          2% 
1                          2% 
1                          2% 
60                      95% 
- 

 
- 
- 
3                          7% 
39                      89% 
2                          5% 

4. Information at diagnosis 
Yes 
No 
nil response 

 
17                      27% 
30                      48% 
16                      25% 

 
14                      32% 
23                      52% 
7                        16% 

5. Given contact at diagnosis 
Yes 
No 
nil response 

 
12                      19% 
26                      41% 
15                      24% 

 
8                        18% 
28                      64% 
8                        18% 

6. Had carer’s assessment 
Yes 
No 
Nil response 
IF NO: Carer’s assessment offered 
Yes 
No 

 
20                      32% 
42                      67% 
1                          5% 
 
1 
41 

 
7                        16% 
34                     77% 
3                          7% 
 
1 
33 

7. Receive SS help needed* 
All of the time 
Most of the time 
Sometimes 
Never 
nil response 

 
9                        14% 
25                      40% 
18                      29%  
8                        13% 
3                          5% 

 
5                        11% 
9                        20% 
17                      39% 
7                        16% 
10                      23% 



 26 

Table I continued: 
 

 
 

CONTACT 
WEST BERKS SS 
63 carers 

CONTACT OTHER 
LA SS  
44 carers 

8. SS help received* 
Help in home 
Personal care 
Aids/ adaptations 
Direct payments 
Day care 
Respite care 
Advice, information, support 
Referral to other agencies 
nil response 
mean amount of help received 

 
13                      22% 
24                      41% 
46                      79% 
17                      29% 
15                      26% 
27                      47% 
22                      38% 
26                      45% 
5                         9% 
3.3 

 
5                        14% 
8                        22% 
23                      62% 
1                          3% 
4                        11% 
8                        22% 
9                        24% 
6                        16% 
7                        19% 
1.7 

9. Heard of MS specialist 
From MS specialist 
Other professional 
SS enquiry centre 
Other 
nil response 
OR     Heard about SS 
From GP/ nurse 
Other professional 
Family member/friend 
Support group/ vol. org 
Other 
nil response 

 
10                      25% 
8                        20% 
3                        8% 
17                      43% 
2                          5% 
 
3                        13% 
2                          9% 
4                        17% 
2                         9% 
2                         9% 
10                      43% 

 
 
 
 
 
 
 
15                      34% 
2                          5% 
2                          5% 
3                          7% 
9                        20% 
13                      30% 

10. Good understanding of MS  
Yes 
No 
nil response 

 
46                      73% 
6                        10% 
11                      17% 

 
9                        20% 
25                      57% 
10                      23% 

11. SS OR MS specialist* 
Responded quickly 
Organised help 
Helped to cope 
Gave information about MS 
Helped supporters understand MS 
Provided aids/ adaptations 
Gave confidence 
Improved quality of life 
Referred to other agencies 
Gave Carers’ Assessment 
Introduced other carers 
Assessed needs holistically 
nil response 

 
27                      54% 
31                      62% 
13                      26% 
15                      30% 
13                      14% 
35                      70% 
29                      58% 
20                      20% 
16                      32% 
9                        18% 
3                          6% 
7                        14% 
13                      26% 

 
9                        24% 
9                        24% 
4                        11% 
3                          8% 
4                        11% 
31                      82% 
6                        16% 
3                          8% 
4                        11% 
5                        13% 
3                          8% 
1                          3% 
6                        16% 
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Table I continued: 
 
 
 

CONTACT 
WEST BERKS SS 
63 carers 

CONTACT OTHER 
LA SS  
44 carers 

12. Satisfied with help from SS** 
Very satisfied 
Satisfied 
Neither  
Dissatisfied 
Very dissatisfied 
nil response 

 
4                          7% 
18                      32% 
9                        16% 
6                        11% 
4                          7% 
15                      27% 

 
5                        11% 
9                        20% 
11                      25% 
4                          9% 
5                        11% 
10                      23% 

 
* = percentages are given as the percentage of those who responded to this question, with the 
exception of the percentage giving nil response. (The nil response percentage is the percentage of 
questionnaire respondents who did not answer this question). 
 
** = West Berkshire responses combine the views of those carers who do not have contact with the 
MS specialist (23 people), with the views about SS prior to contact with the MS specialist of those who 
do have contact with the MS specialist and previously had contact with West Berkshire SS (33 
people). See Table II for breakdown of satisfaction with SS for those carers who have contact with the 
MS specialist.  
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Table II: Responses of carers of people with MS who have had contact with the MS 
specialist (40 people) 
 
 CONTACT 

MS SPECIALIST 
40 carers 

1. MS specialist makes a real difference 
& should be available to all 

Strongly agree 
Agree 
Neither agree nor disagree 
Disagree 
Strongly disagree 
nil response 

 
 
 
25                      63% 
6                        15% 
5                        13% 
- 
- 
4                        10% 

2. SS contact prior to MS specialist 
Yes 
No 

 
33                      83% 
7                        18% 

3. Previous satisfaction with SS* 
Very satisfied 
Satisfied 
Neither 
Dissatisfied 
Very dissatisfied 
nil response 

 
 
4                        12% 
9                        27% 
8                        24% 
4                        12% 
2                          6% 
6                        18% 

4. Satisfaction with MS specialist 
compared to past SS* 

More 
Same 
Less 
nil response 

 
 
17                      52% 
6                        18% 
1                          3% 
9                        27% 

5.  Most important** 
Responded quickly 
Organised help 
Helped to cope 
Gave information about MS 
Helped supporters understand MS 
Provided aids/ adaptations 
Gave confidence 
Improved quality of life 
Referred to other agencies 
Gave Carers’ Assessment 
Introduced other carers 
Assessed needs holistically 
nil response 

 
9                        43% 
6                        29% 
- 
- 
- 
4                        19% 
2                        10% 
- 
- 
- 
- 
- 
19                      48% 

 
* = percentages are given as the percentage of those carers who had prior contact with West 
Berkshire social care services (33 people 
** = percentages are given as the percentage of those who responded to this question, with the 
exception of the percentage giving nil response 
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Table III: Comparison of carers who had contact with non-specialist West Berkshire 
SS workers, and those who had contact with the MS specialist  
 
 CONTACT with 

SPECIALIST MS 
WORKER 
40 carers 

CONTACT with 
NON-SPECIALIST 
WORKERS 
23 carers 

1. Had carer’s assessment 
Yes 
No 
nil response 
IF NO: Carer’s assessment offered 
Yes 
No 

 
15                      38% 
24                      60% 
1                          3% 
 
- 
24 

 
5                        22% 
18                      78% 
- 
 
1 
17 

2. Receive SS help needed 
All of the time 
Most of the time 
Sometimes 
Never 
nil response 

 
8                        20% 
15                      38% 
10                      25% 
4                        10% 
3                          8% 

 
1                          4% 
11                      48% 
7                        30% 
4                        17% 
- 

3. SS help received* 
Help in home 
Personal care 
Aids/ adaptations 
Direct payments 
Day care 
Respite care 
Advice, information, support 
Referral to other agencies 
nil response 
mean amount of help  

 
9                        24% 
17                      45% 
29                      76% 
11                      29% 
12                      32% 
21                      55% 
18                      47% 
19                      50% 
2                          5% 
3.6 

 
4                        20% 
7                        35% 
17                      85% 
4                        20% 
3                        15% 
6                        30% 
4                        20% 
7                        35% 
3                        13% 
2.6 

4. Good understanding of MS 
Yes 
No 
nil response 

 
35                      88% 
2                          5% 
3                          8% 

 
11                      48% 
4                        17% 
8                        35% 

5. SS OR MS specialist* 
Responded quickly 
Organised help 
Helped to cope 
Gave information about MS 
Helped supporters understand MS 
Provided aids/ adaptations 
Gave confidence 
Improved quality of life 
Referred to other agencies 
Gave Carers’ Assessment 
Introduced other carers 
Assessed needs holistically 
nil response 

 
22                      65% 
25                      74% 
12                      35% 
12                      35% 
11                      32% 
22                      65% 
24                      71% 
15                      44% 
11                      32% 
7                        21% 
3                          9% 
6                        18% 
6                        18% 

 
5                        31% 
6                        38% 
1                          6% 
3                        19% 
2                        13% 
13                      81% 
5                        31% 
5                        31% 
5                        31% 
2                        13% 
- 
1                          6% 
7                        44% 
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Table III continued: 
 
 CONTACT with 

SPECIALIST MS 
WORKER 
40 carers 

CONTACT with 
NON-SPECIALIST 
WORKERS 
23 carers 

6. Satisfied with help from SS 
Very satisfied 
Satisfied 
Neither  
Dissatisfied 
Very dissatisfied 
nil response 

 
See Table II.3 & 
Table II.4, 
Page 27 

 
 
9                        39% 
3                        13% 
2                          9% 
2                          9% 
7                        30% 

 
* = percentages are given as the percentage of those who responded to this question, with the 
exception of the percentage giving nil response. (The nil response percentage is the percentage of 
questionnaire respondents who did not answer this question). 
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Table IV: Identification of One thing to improve the MS specialist service and 
additional comments from those carers in contact with West Berkshire SS (63 
people) 
 
• make MS specialist post permanent: ‘MS specialist and MS nurse have made the 
difference, feel help is now available. Remove threat it could be removed’; more MS 
specialists so can see more often; more MS specialists so everyone can benefit (7) 
• make role & responsibilities more visible; better communication & publicity (3) 
• more help available; more help around house; to have the care and carers you 
request (3) 
• own funds to assist with adaptation to the home; more financial assistance for care 
costs of MS sufferers (3) 
• carer’s assessment in practice, not just on paper; a person who would return calls 
and give more than just lip service when asked for help (2) 
• co-ordination & communication: ’With MS, there are also associated other 
ailments. When these specialists from other areas don’t talk to each other it can 
cause no end of problems’; communication (2) 
• day care 5 days per week, to prevent need for residential care 
• to take trips together 
• more recognition of role of carer: ‘MS specialist feels her client is the sufferer, not 
the carer. More mediation would be helpful’ 
• help look after children of person with MS 
• find a cure 
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Table V: Identification of One thing to improve the social service provided for 
people with MS and any additional comments from carers living in Reading & 
Wokingham (44 people) 
 
• referral to SS on diagnosis, given information about services; pamphlet available 
within health services with information about SS provision; contact who knows about 
MS and who is available to offer advice and direction when problems appear: ‘The 
onus is on us to make contact and the public are confused by the system’; someone 
to call on in unforeseen emergencies; experienced MS contact with access to all 
services and who understands complexities of MS and changing needs; nominated 
contact for follow-up; healthcare professionals with a better understanding of how MS 
affects the lives of sufferers and their families (7) 
• more staff: ‘To appreciate that when they receive a request for assistance the 
caller by then very desperate for help. To be told that your request will be dealt with 
when a social worker is able to take on your case is totally unacceptable’; to be seen 
when you need help; less delay in getting the promised help; someone they can get 
advice from to ensure things get done as promised; to act more quickly when asked 
for help (6) 
• ensure care assistants attend when they should, and there is back-up; ‘To have 
some empathy for the carer who most of the time is so exhausted. Not put obstacles 
in their way e.g. sending in different care assistants frequently. I have to show them 
what to do, then next day start again with a new stranger’ (2)  
• more contact (1) 
• someone with MS working in their office 
• more trips, day trips, MS social clubs; better arrangements for people in 
wheelchairs to get into town etc; (2) 
• a booklet about benefits; simplification of huge booklets when applying for 
disability benefits/ care allowance; higher DLA payment (3)  
• ‘Forget statistics, teach understanding and kindness’; be more positive when 
dealing with the person with MS; a more sympathetic response (3) 
• free home care; ‘Some free personal care if needed from care assistants with a 
good understanding of MS and able to deal with a wide variety of symptoms‘ (1) 
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