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1. Introduction

Acquired brain injury (ABI) is a specialist area of need which requires specialist services involving professionals from both NHS and Adult Services, the Private and Voluntary sectors.  This need has been recognised by the Health Select Committee report (2001) and is acknowledged in the National Service Framework for Long Term Conditions.  

With the numbers of people who survive trauma increasing every year, it is clear that a comprehensive range of services will be required to meet the need.  Unfortunately there is no accurate way to measure the numbers of people with ABI, as the Health Committee report (2001) noted, making the recommendation 
“that the DOH finds ways of improving the methods of data collection on the incidence, prevalence and severity of head injury and subsequent disability as a matter of urgency”. 
Nationally, McMillan and Greenwood (1991) estimated that one million people attend hospital with a head injury each year. The National Institute for Health and Clinical Excellence (NICE) estimate this is nearer 1.4 million.  For every 100,000 of the population 10 to 15 suffer a severe head injury, 15 to 20 a moderate injury and 250 – 300 a mild injury. Therefore, 10,000 people nationally will have a moderate injury involving a loss of consciousness of up to 6 hours, with a further 11,600 people having a severe injury with a period of unconsciousness of more than 6 hours.  The age group 15 – 29 is most at risk, males being 5 times as likely to sustain an injury. 
The UK Acquired Brain Injury Forum (UKABIF) has estimated (excluding stroke and children) that approx 450 adults each year experience some form of head injury for every 125,000 population. For Sussex this could mean up to 4500 people each year suffer some form of head injury. Local figures from Royal Sussex County A and E for 2006 found: Patients presenting with Head Injurys up to 16 years were 1007 of these 41 were admitted. Patients presenting with Head Injurys over 17 years, for were 1916 of these 71 were admitted
Tennant (2005) reported that incidence rates for brain injury vary by a factor of 4.6 across Health Authorities and PCT’S, and emphasises the need for planning to be based on local incidence figures.   Socio economic factors can have an impact on local incidence rates, with the use of public transport to work being associated with a decreased incidence and lifestyle indicators, such as the numbers of young unemployed, increasing the incidence.    

This gold standard care pathway has been written by a range of practitioners working within Sussex. The West Sussex ABI Network (ABINet) and Sussex Acquired Brain Injury Forum (SABIF) are groups which have been meeting for the past few years with a common concern for people affected by ABI and their families. We know that services for this group need considerable improvement and are all too aware of the consequences to patients of poor management both in the health sector and in social care. 

Numerous reports both local and nationally have pointed to the need for a comprehensive care pathway. Local papers include: “Commissioning report on services for people with ABI” J Boyfield, F Martin WSHA 1999,  ABI stocktake M Vallon ABIC 1999, “Head Injury rehabilitation in West Sussex” by Dr M Rice-Oxley 2001 and “Business plan for an outreach ABI team” by Dr M Rice-Oxley 1999, “A Community ABI Team” draft proposal  M Searle ABIC 2002. Yet continual reform and change together with competition from other priorities has prevented much being achieved. The NSF sets out a 10 year development plan and standards for the sort of care people should expect to receive.  Locally we hope that commissioners and managers will work with us to move this agenda forward. We believe that this care pathway acts as a guide to best practice in this field.
2. Support for the long term effects of brain injury

Many care pathways start with “Health” end first - medical treatment and the journey patients make towards discharge back into the community. We believe that it makes more sense to recognise the long term nature of ABI and the changing needs of patients over time. We therefore describe the journey from the perspective of a person needing long term support. We recognise that some people will require only short term interventions and therefore will only need limited support but believe that a framework that helps identifies services and agencies for any stage of recovery:  long term community support, rehabilitation or onset is more helpful to understanding how best to meet need.

Acquired brain injury has specific issues which distinguish it from other long term conditions. It is a combination of physical, cognitive, emotional and behavioural changes which are unique to every person and every injury. Whilst there are some commonalities with other neurological conditions, it is right to recognise ABI as a category requiring attention in its own right.

3. Care Pathway operational principles

This care pathway proposal is based upon values and principles which are informed by local and national debates on the nature of health and social care and the challenges faced by them in recent times. We have taken into account services provided elsewhere in the country and included those aspects which we feel are evidence of best practice (Nottingham BI Team, Northumberland BI service)  We do not underestimate the difficulty of implementing a comprehensive care pathway to a hitherto underestimated and largely unrecognised group of people. It is non prescriptive by design in order to meet the diverse and complex range of difficulties arising from an ABI. A summary of the core problems arising from ABI can be found in the appendix. 

A flow diagram is not included at this stage but may be developed in the future when agreement has been reached upon operational issues.
4. Personalised service approach

The starting point for all health and social service provision should be the service user
 and their family. Services should be person centred and seek to enable all survivors of ABI to achieve their full personal and social potential.

People should be given as much choice and control of the services they receive as possible.

Carers and families should be involved and consulted at every appropriate stage and have their needs assessed separately and taken into account. 

Health and Social Services should as far as possible provide integrated services to minimise disputes about funding and responsibility.
Services should be arranged not just to meet immediate treatment and rehabilitation needs, but to also address the long term consequences, including social care and support, vocational training, education and employment. ABI is a long term disability.
5. Capacity

Understanding the degree to which a person can make decisions for themselves is pivotal to much that can be done. As capacity can change over time, and the sorts of decisions a person is required to make also changes, capacity must be assessed and reassessed many times over the person’s lifetime. It is therefore a guiding principle behind this care pathway along with long term support.

6. Models of Disability
This proposal endorses the quality standards of the NSF and in the appendix examples are given of how adopting this current proposal could enable these standards to be met.
It should be noted that the NSF takes into account personal and social needs. The treatment and long term care and support from people with ABI should therefore be premised upon a combined medical and social model of disability. 

For those aspects of assessment and treatment best undertaken by doctors and clinicians, care should best be provided under the umbrella of best clinical based practice as evidenced in the appropriate research.

For longer term care and support the emphasis of service delivery should generally move away from the medical model, towards a social model of disability which recognises social barriers to independence.

7. Non Specialist and Specialist ABI Services
The person’s journey will include the possible use of both specialist and non specialist forms of service provision depending on need.  For example, a person may need specialist neurosurgery to deal with the acute effects of injury and then be transferred back to a local hospital for further medical care before discharge.

Most cases of care and support in the community can best be dealt with by local PCT and Social Care provision (non specialist) and only where necessary be supported by specialist provision (see below).

Changes to the current level of service in the community will be necessary particularly those provided by PCT’s. which will need to offer high quality community based rehabilitation, care and support in all areas across Sussex. Provision is patchy at present with variations in the types of services offered. Local “neuro teams” or teams which include the necessary skills to deal with people with neurological needs will be needed, together with a recognition that interventions may be needed over the long term.  These teams will need to be able to offer the possibility of re-accessing the service for reassessment or further support multiple times over many years. This reflects the long term nature of ABI. Without these service improvements at local level it will not be possible to provide the appropriate level of support patients deserve and which this care pathway requires to work effectively.
8. Equity of Service

High quality services should be available to people wherever they live. Services need not be uniform, but they should have the same high standards of care and support regardless of geographical area.
Equity of service also means providing services in an anti discriminatory manner. Discrimination on the basis of age, class, ethnicity, religious belief, sexual orientation or gender is unacceptable.

9. A Managed Care Pathway

In order for any care pathway to work, it must be understood by all those involved and managed properly.

The emphasis here is on services being used and provided continuously, with responses being timely and appropriate to changing need.

This care pathway does not prescribe the journey any individual might take, but describes how the options might be managed at any given point in time.

To enable the timely transition within the care pathway we propose a SINGLE POINT OF ACCESS (SPA). This will be a county wide referral/assessment panel, which will be drawn from and coordinate the work of two/three specialist treatment teams comprising people with a range of medical, therapeutic and social care skills appropriate to the role. The referral system will be open to any health or social care professional, family, carer or service user.
This panel will be responsible for managing the journey of individuals. It will do so by using eligibility criteria which matches an individual’s level of need with an appropriate level of response.

10. Single Point of Access (SPA)
All cases of ABI should be notified to the Panel (Single Point of Access) for data collation.  The teams themselves will have countywide catchment areas, with 2 or 3 teams for the whole of Sussex covering West Sussex, East Sussex and Brighton and Hove.  (The current ABI Coordinator post for East Sussex also covers Brighton and Hove, but it may be desirable to establish two teams to cover this area.)
The teams should be commissioned by and operationally accountable to both Health and Adult Services and should contain a minimum of:

· Acquired Brain Injury Co-ordinator (2 currently in post for East Sussex Brighton and Hove and West Sussex)
· Clinical Neuropsychology 
· Speech and Language Therapy
· Neuro Occupational Therapy
· Neuro Physiotherapy
· Social Worker

· Specialist Brain Injury Nurse (Specialist head injury nurse currently in post employed by BSUHT)
· Administrator

A Consultant in Rehabilitation would need to be available on a sessional basis but would not need to be a member of the team. (This is in recognition of the fact that after the initial stages of treatment and recovery, medical interventions become secondary to the therapeutic/social.)
ABI is a multi faceted disability which requires a multi-disciplinary approach. Some cases will also require multi agency working where diagnoses are complex – e.g. dual diagnosis with mental health. 
To work best operationally there should be no separation between what is considered “health care” and what is considered “social care”. From the patients’ point of view this is a meaningless distinction, and from a practitioner’ point of view an unnecessary distraction.  There are precedents for shared budgetary responsibility (in learning disabilities and in mental health) and for unitary budgets (see arrangements in Brixham, Devon).
Whilst it is desirable to have members of each team sited together i.e. requiring 2-3 shared offices across Sussex, as this enhances communication and co-working, it is recognised that this can be impractical in terms of available space.  Services may need to work as ‘virtual teams’ communicating by email, fax and phone.  There should however be provision for regular team meetings and shared in-service training.
The County wide Assessment/Referral panel will need to have an identified meeting space once per week, with representatives from each of the rehabilitation teams.

11. Assessment/Referral Panel

We are proposing a weekly county-wide meeting with a minimum representation from the teams including 

· Social Services policy officers (county wide brief)

· ABI Co-ordinator
· Two- three therapists (representation from each team) 
· Brain Injury Nurse
The remit of the weekly meeting would be to carry out a triage system into three groups;
Level 1: No additional input required at present therefore log and/or review. 
This might include clients that are still acutely ill, currently out of district or those who have made a good recovery and do not need services at this time.
Level 2: Clients with specific needs that can be met by referral to local services or specific short term input from the team

This might include, for example, vocational rehabilitation, community rehabilitation support or benefits advice that could be targeted at the appropriate local services. Some individuals will require the above and also additional advice, guidance, liaison or referral. 
Support or guidance to professionals whilst the individual is in hospital or to local teams in the community. 
It would also include some partnership or co- working where necessary to ensure that the best possible outcome is achieved. We envisage this will be the largest single group
Level 3: Case Management for the most complex and expensive cases. 
This would include the full case management of patients as they move through the acute stages of recovery, and would include the monitoring and review of specialist placements and/or complex cases in the community requiring a specialist approach. 
12. Working Links

The Specialist teams and the Specialist Panel would have strong links to services including:

· Workability Job Centre Plus, Remploy

· Housing, aids and adaptations
· Headway/Association 

· Disability Employment Advisers/Job Centres

· Citizens Advice Bureau and benefits advice workers

· Non Statutory Sector Organisations

· Information about Disability Access Programmes

· Carers Support Officers and/or a liaison with local support groups

· Advocacy groups

13. Financial Benefits

We believe there are large economic savings to be made by effective expert management of this complex group to both the NHS and Social Services, particularly those already placed in out of county specialist or non specialist units or inappropriate day care, homecare or mental health resources. (Reference Bromley, East Surrey and Northumberland services).  This argument has previously been made in the paper presented by Simon Thomas based on the information provided by Mark Searle and Camilla Herbert regarding management and review of NHS funded cases (2006).  We believe therefore that financial arrangements to manage a placement budget on behalf of social services (Adult Services) and the NHS (CHC and specialist commissioning) for specialist rehabilitation or long term placements might be considered. 

14. Benefits to Service Users and their carers
We believe these proposals will enable many people to gain a great deal more control over their lives and attain much more independence.
The centralisation of specialist knowledge and skills will help inform future commissioning of services both at a local level and also from national providers – both NHS and independent.
These proposals support the implementation of the NSF for Long Term conditions and will facilitate working towards Individual Budgets as they will allow service users and their carer’s better access to information about service provision and service providers.

APPENDICES
Definitions

1.
Acquired Brain Injury
For the purposes of this care pathway and services currently provided by Sussex NHS and Adult Services, Acquired Brain Injury is an injury resulting from an accident (e.g. road traffic accident, assault) causing “trauma” to the brain, subarachnoid haemorrhage, viral infections such as encephalitis, meningitis, or anoxia (lack of oxygen). Although some strokes e.g. Subarachnoid Haemorrhage are classified as ABI, the vast majority of people with strokes would not be. Stroke has a separate care pathway and has appropriately developed services to meet need.

1.1
Degenerative Disorders
Certain inherited disorders or diseases can cause neurons of the brain to begin to die or degenerate over time.  Examples of such disorders are ALZHEIMER’S DISEASE, and PARKINSON’S DISEASE.

1.2
Stroke

The brain has the most complex system of blood vessels in the body.   If blood flow is blocked through a stroke, cell death in the area deprived of blood will result.  If there is bleeding in or over the brain because of a tear in an artery or vein, loss of blood flow and injury to the brain tissue by the blood will also result in brain damage.

1.3
Sub Arachnoid Haemorrhage
A sub-arachnoid haemorrhage is a sudden leak of blood (haemorrhage) over the surface of the brain. The brain is covered by a series of membranes, one of which is called the arachnoid. A sub-arachnoid haemorrhage occurs beneath this layer. The blood vessels supplying blood to the brain lie in this space.  

1.4
Tumours

Tumours caused by cancer can also grow in or over the brain.  These tumours can cause brain injury by invading the spaces of the brain and causing direct damage, such as with invasive or malignant tumours.  Brain injury can also result from pressure effects around an enlarged tumour.

1.5
Infections

The brain and surrounding membranes are very prone to infections if 

the special blood-brain protective system is breached.  Viruses and bacteria can cause serious life-threatening diseases of the brain (encephalitis) and meninges (meningitis) that are very difficult to treat.

1.6
Anoxia and Hypoxia
If the blood flow is depleted of oxygen, irreversible brain injury from ANOXIA (no oxygen) or HYPOXIA (reduced oxygen) can result in just a few minutes.  Anoxia and hypoxia are often caused by heart attacks, respiratory failure, drops in blood pressure, and a low oxygen environment.  This type of brain injury can result in severe cognitive and memory deficits.
1.7
Metabolic Disorders
Brain damage due to metabolic disorders can result when harmful chemicals damage the neurons.  Such injury can be caused by being exposed to toxins like insecticides and solvents.

1.8
Traumatic Brain Injury (Head Injury)

Traumatic Brain Injury (TBI) occurs when a physical trauma to the head occurs.  This can happen by:-

· The stationery head being struck by a rapidly moving object (acceleration injury)

· The head moving fast and striking a stationery object (deceleration injury)

· Penetrating head injury (for example a bullet wound)

· By rapid whiplash movements of the head.

2.
Severity and Classification of Injury
There are a number of categories useful in distinguishing severity of injury.  Each category is defined by length of time in coma, and/or period of post traumatic amnesia.

2.1       Glasgow Coma Scale:
A numerical score given to head-injured patients, starting immediately after injury, to measure degree of unconsciousness.  

2.2       Post Traumatic Amnesia: Inability to remember continuous events, after a blow to the head which causes an alteration of consciousness, even when the patient is apparently awake.

2.3
Classification of a Head Injury

Mild Head Injury

Categorising a head injury as mild means that a person experiences a brief loss of consciousness (that is, less than 15 minutes), or has not been unconscious at all, with a period of post traumatic amnesia of less than one hour.

Moderate Head Injury

A moderate head injury is defined as loss of consciousness of between 15 minutes and 6 hours, and a period of post traumatic amnesia of up to 24 hours.  

Severe Head Injury

A severe head injury is usually defined as being a condition where the patient has been in a coma for six hours or more, or a post traumatic amnesia of 24 hours or more.  

3.
Treatment / Care

3.1
Treatment is care by procedures or applications that are intended to relieve illness or injury 

"Health care" means preventative, diagnostic, therapeutic, rehabilitative, maintenance or palliative care, services, procedures or counselling, including appropriate assistance with disease or symptom management and maintenance that affects an individual's physical, mental or behavioural condition. 
Health care / treatment are provided free at the point of delivery within the National Health Service.

Social Care is the group of services that provide personal care and support to people in a social situation – such as a family; the community; a communal setting; to help them achieve independence and to promote their positive contributions as citizens (Dame Platt, 2007).  Social care provided through a local authority adult services dept and is means tested.

3.2
Intermediate Care. 

A limited period of intensive rehabilitation and treatment provided by the NHS (normally no longer than six weeks).

3.3
Continuing Care

The Department of Health defines “Continuing Care” as follows:

“Continuing Care” (or long term care) is a general term that describes the care which people need over an extended period of time, as the result of a disability, accident or illness to address both physical and mental health needs.  It may require services from the NHS and/or from social care.  It can be provided in a range of settings from an NHS Hospital, to a nursing home or residential home, and people’s own homes  (Department of Health HSSC 2001/015)

Category 1:
This is a package of care fully funded by the NHS (including all nursing and personal care and, except where the patient is in their own home, accommodation costs).

Category 2:
A package of care arranged and funded by the NHS and social services where the primary need is for accommodation and personal care rather than health care. Such package may be provided in a care home or in the patient’s own home. The NHS will only be responsible for the provision of health services including assessed NHS therapeutic services and, where appropriate, registered nursing care. Social care (including, where appropriate, assessed therapeutic services and accommodation costs) is the responsibility of the Local Authority or the individual himself or herself. 

Category 3:
A Local Authority-funded placement or a self-funding individual in a Registered Care Home with the usual NHS services (e.g. GP and hospital services as required).

4.
Person Centred
The government introduces the concept of person-centred planning in a white paper 'Valuing people', 2001, as:-

'a process for continual listening and learning, focusing on what is important to someone now and in the future, and acting upon this in alliance with their family and friends.'
So, person-centred planning is about helping a person work out what they want, and person-centred approaches focus on how this is delivered. 

5.
Rehabilitation 

'Rehabilitation is a process of change through which a brain injured person goes, seeking to regain former skills and to compensate for skills lost. Its aim is always to achieve the optimum levels of physical, cognitive and social competence followed by integration into the most suitable environment.' (Headway, National Brain Injuries Association)

Rehabilitation, in its broadest sense, may be described as a way of life, which aims to enable people to ‘maximise their potential, psychological well-being, functional ability and social integration; or simply described as “… having something to do; somewhere to live and someone to love” (Jacobs)

6
Assessments

6.1
A health assessment is a plan of care that identifies the specific health needs of the client and how those needs will be addressed.

Multidisciplinary assessment provides a baseline of the client’s capabilities and identifies problem areas. It provides the basis for planning a rehabilitation package to meet the individual’s needs

6.2
Social Services have a duty to assess the needs of a disabled person and their carer in their area.
7
Discharge 


Preparation for moving a patient from one level of care to another.

8
Supported Living

Support that is provided for people to live in their own homes, either on their own or sharing with others. The support provided will be according to individual requirements and can be from a few hours to 24 hours a day. The services are usually funded by the Local Authority or Health Care Trusts.
9 
Pathway

9.1 
Care Pathway
“What is a patient pathway?
The "patient pathway" is the route that a patient will take from their first contact with an NHS member of staff (usually their GP), through referral, to the completion of their treatment. It also covers the period from entry into a hospital or a Treatment Centre, until the patient leaves. You can think of it as a timeline, on which every event relating to treatment can be entered. Events such as consultations, diagnosis, treatment, medication, and diet, assessment, teaching and preparing for discharge from the hospital can all be mapped on this timeline.  The pathway gives an outline of what is likely to happen on the patient's journey and can be used both for patient information and for planning services as a template pathway can be created for common services and operations.” [DoH)

9.2
Integrated Care Pathway
An integrated care pathway (ICP) is a multidisciplinary outline of anticipated care, placed in an appropriate timeframe, to help a patient with a specific condition or set of symptoms move progressively through a clinical experience to positive outcomes.” [Bandolier) 

10
Single Point of Access Team

10.1
ABI Co-ordinator

A person who has a unique role in supporting those affected by an acquired, non-degenerative, brain injury by providing information and facilitating access to, and assisting in the development of, a range of specialist and non specialist services provided by Health, Social Services and the Private and Voluntary sectors.  

10.2
Consultant in Rehabilitation

Rehabilitation medicine is the specialty that is concerned with the prevention, diagnosis, and treatment and rehabilitation management of people with disabling medical conditions.  The principal aims are to identify the impairments that limit activity and daily tasks; optimize physical and cognitive functioning; and modify personal and environmental factors to enable greater participation and quality of life.

10.3
Neuropsychologist
Clinical Neuropsychologists apply a scientific understanding of how brain dysfunction affects thinking, memory, emotions and behaviour. They are able to carry out specialist assessments of these functions in order to understand exactly what difficulties the person is having or is likely to have and to monitor any changes. They are often able to advise on the most likely outcome of such a condition and on how best to cope with any resulting long term difficulties, both for the individual and their family.
10.4
Nurse

Nursing is the use of clinical judgment in the provision of care to enable people to improve, maintain, or recover health, to cope with health problems, and to achieve the best possible quality of life, whatever their disease or disability until death (RCN)
10.5
Occupational Therapist
Work with a range of people including those who have physical, mental and / or social problems, either from birth or as the result of accident, illness or aging.  Occupational therapists work with a person to design a programme of treatment based on the individual’s unique lifestyle and preferences, sometimes modifying the environment around the person.  The aim is to enhance someone’s ability to participate in everyday activities.

10.6
Physiotherapist

See human movement as to central to the health and well-being of individuals.  Physiotherapists identify and maximize movement potential through health promotion, preventative health care, treatment and rehabilitation.

10.7
Social Worker

People who form relationships with people and assist them to live more successfully within their local communities by helping them find solutions to their problems.  Social work involves not only working with clients themselves but their families and friends as well as working closely with other organizations.

10.8
Speech & Language Therapist (SALT) 

The role of a SALT is to assess and treat speech, language and communication problems in people of all ages to enable them to communicate to the best of their ability.  They may also work with people who have eating and swallowing problems.

11
Case Management

11.1
Case management is a process devoted to the coordination, rehabilitation, care and support of people with complex, clinical needs.  It aims to facilitate their independence and improve their quality of life; whilst acknowledging safety issues. (BABICM)

11.2 A collaborative process which assesses plans, implements, co-ordinates, monitors and evaluates the options and services required to meet an individuals health, care, educational and employment needs, using communication and available resources to promote quality cost effective outcomes. (CMSUK)

12
Capacity

The Mental Capacity Act, 2005 specifies that a person lacks capacity in relation to a matter if at the material time he is unable to make a decision for himself in relation to the matter because of an impairment of, or a disturbance in the functioning of, the mind or brain.


A person is unable to make a decision for himself if he is unable- 
(a) to understand the information relevant to the decision,
(b) To retain that information,

(c) To use or weigh that information as part of the process of making the decision, or

(d) To communicate his decision (whether by talking, using sign language or any other means).

13
What is 'Commissioning'? 

The King's Fund (2004) defines it as:- 

· identifying effective and appropriate health service responses to assessed patient needs 

· securing national and local health care priorities 

· planning the coherent delivery of services 

· securing those services through contracts with service providers (or purchasing) 

· allocating available resources against competing priorities.
NSF STANDARDS  and how these proposals help meet them
	The NSF Standards


	How we can meet these standards

	1: A person-centred service

This is a main theme that runs throughout the NSF.All people with

long-term neurological conditions are offered a full assessment of their

health and social care needs. In addition, they are to be offered

Information and education about their condition; the chance to make

decisions about their treatment; and to be involved in writing a plan

about how their needs will be met (a care plan).


	· SPA ensures appropriate recognition of need

· Three levels of intervention is sufficiently flexible to meet a range of needs

· Individualised care plans will be produced to meet needs at levels 2 & 3 after assessment

	2: Early recognition followed by prompt diagnosis and treatment

Anyone suspected of having a long-term neurological condition is to

quickly see a doctor or other professional, with expert knowledge of

that condition. They should have tests, be given a diagnosis and have

any treatment they need. This should be as close to home as possible.

This is so that a correct diagnosis and appropriate treatment happens

as soon as possible.


	· SPA will ensure rapid access to appropriately specialist advice

· Emphasis on use of local provision where possible



	3: Emergency and acute management

Anyone admitted to hospital for a neurosurgical or neurological

emergency is assessed and treated by professionals with the right skills

and experience who have access to the right facilities and equipment.


	· SPA will facilitate early recognition of cases and provide support to specialist services in acute settings

· Early identification of specialist placement needs, referral on for local service provision and discharge planning

	4: Early and specialist rehabilitation

Anyone with a long-term neurological condition who would benefit

from rehabilitation is to receive timely, high quality rehabilitation

services in hospital or other specialist settings when they need them.

When ready, they are to receive the support they need to return home

for more community rehabilitation and support.


	· Early identification of specialist rehabilitation needs

· Identification of appropriate local provision where available (CRTs etc)

	5: Community rehabilitation and support

People with long-term neurological conditions living at home are to
receive a full range of rehabilitation, advice and support to meet their

continuing and changing needs. This is to increase their independence

and help them to live as they wish.


	· SPA will coordinate referrals to appropriate CRTs where available

· Point of re-entry into care pathway where needs have changed

· Provision of case management for complex cases

	6: Vocational rehabilitation

People with long-term neurological conditions are to have appropriate

support to help them find or regain employment, to remain in work or

to pursue educational opportunities.


	· County wide specialist teams will develop close working relationships with existing vocational providers (Workability, Remploy, Job Centre Plus etc) and with educational resources

	7: Equipment and accommodation

People with long-term neurological conditions are to have the

equipment they need (such as wheelchairs),within an appropriate time

frame and to have adaptations made to their homes as and when

needed, to support them to live independently; help them with their

care; maintain their health; and improve their quality of life.


	· County wide overview will be more efficient

· Possibility of identified budget would facilitate timely provision

	8: Personal care and support

Health and social care services are to work together to ensure that

people with long-term neurological conditions are given the care and

support they need to live independently in their own homes wherever

possible.


	Involvement of Social Services with Health Providers will enhance joint working

· Opportunities to share knowledge of suitably experienced providers

· Greater coordination of packages

· More information to service users and family members

	9: Palliative care

People with long-term neurological conditions nearing the end of their

life are to have access to a range of palliative care services as and when

they need them, to control symptoms and offer pain relief, and to meet

any personal needs they may have.


	· Not a significant group in terms of ABI service user, but where relevant, SPA and specialist provision will support a smooth transition and sharing of information with relevant services

	10: Support for family and carers

All carers of people with long-term neurological conditions are to

receive appropriate support and services which recognise their needs as

a carer and as an individual in their own right.


	· Reassurance that relevant specialist support and advice is identified

· Enhanced information provision

· More systematic service planning

	11: Care during admission to hospital or other health and social care

settings

All people with long-term neurological conditions are to have their

specific neurological needs met when they are receiving care for any

other reason in any health or social care setting.


	· Greater awareness of specialist needs

· Access to information and advice for non specialist services

	
	


Appendix 2. Legislative Framework

 General access to services, and duties of care:

· NHS act 1977
(Health Service Facilities and continuing care)

· NHS & Community Care Act (Assessment of needs (section 47, adult)

· Chronically sick and disabled persons act 1970

· Disabled persons (Services Consultations and Representations) Act 1986

· Education Act 1996 (s322)


· Mental Health Act 1983 (s117)



· Children Act 1989 (s27)




 Housing / registration:

· Registered Homes Act 1984

· Residential Homes Regulations 1984

· Housing act 1995

· Care Standards Act 2000 (ref CSCI)

 Discrimination

· Disability discrimination act 1995

· Disability Discrimination (Meaning of Disability) Regulations 1996

· Human rights act 1998

 Capacity / Advocacy:

· Mental Health Act 1983

· Mental Health (after-care under supervision) Regulations 1996

· Mental Health (Patients in the community) Act 1995

· Mental Capacity Act 2005

· Protection of Vulnerable Adults Guidance 2006

· Carers (Recognition and services) Act 1995


Following an acquired brain injury a person may experience one or a range of problems including:

	Physical
	Cognition
	Emotional & Behavioural

	Paresis – paralysis, inability to move part of the body; reduced mobility.

Ataxia – poor motor co-ordination; tremor

Sensory loss – loss of sensational feeling

Hearing impairment or tinnitus

Visual difficulties – diplopia, blurred vision

Loss of sense of smell and taste

Balance problems – dizziness

Headaches

Fatigue – less stamina; tire more easily, need more sleep

Epilepsy

Sexual arousal


	Executive skills impairment – poor planning, organising, initiation, poor problem-solving and multi-tasking

Memory impairment – poor short term memory, problems with new learning

Speed of information processing – slowed.

Attentional deficits – problems with sustained, divided, and switching attention

Perceptual / visuo-spatial problems

Language difficulties – understanding (receiving) or expressing (speaking)

Loss of insight and awareness of changes and deficits
	Lowered tolerance of frustration – temper outbursts, easily angered

Rapid mood swings – more moody and unstable

Emotional lability – crying or laughing more easily

Emotional flattening – reduced emotional sensitivity or tone (blunting)

Apathy – reduced motivation and drive, little get up and go; reduced initiative

Disinhibition – impulsiveness, saying what comes to mind; poor social judgement

Anxiety, depressed mood, obsessionality – inflexibility


Our brain is the organ of the body that determines who and what we are; how we think, move, behave.  It contains all our memories and all the characteristics that make us different from everyone else.
Appendix 4. Appendix 5. References
House of Commons: Head Injury Rehabilitation.  Health Committee Third Report London: The Stationery Office; 2001

Tennant, A. (2005). "Admission to hospital following head injury in England: Incidence and socio-economic associations." BMC Public Health 21(5).
Useful Books

Community Care Practice and the Law, 3rd edition (2005)

Michael Mandelstam

ISBN 9781843102335 

Health Care Law, 1st edition (1997)

Jonathan Montgomery
ISBN 0198762593 / 0198762607
Appendix 6 Notes about the authors

This proposal is a joint piece of work between the members of West Sussex ABINet and SABIF. More information on these networks can be found at www.westsussexabi.co.uk and www.sabif.org
A small board of members from both groups was convened in late 2006 to discuss and debate what a care pathway should look like.

The group consisted of:

Dr Camilla Herbert Consultant Neuropsychologist

Mark Searle Acquired Brain Injury Co-ordinator for West Sussex

Mike Hope Acquired Brain Injury Co-ordinator for East Sussex Brighton/Hove

Jacky Powell Specialist Head Injury Nurse

Tim Gilbert, Independent Case Manager

Sue Wood Social Service Commissioner West Sussex Adult Services

Mandy O’Brien Independent case manager
Further consultations will take place to build upon this proposal.



































































































� terminology may vary across the continuum of services, with the terms ‘patient’, ‘client’ and ‘service user’ being the most common.  However, regardless of the stage of recovery or timescale of service input, the key principle is that the service provision should be person-centred
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