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Equity and quality for people with long term neurological conditions:

An outline case for a Special Review by the Care Quality Commission

22 July 2009

1. The purpose of this note

The 64 brain and spine charities that make up the Neurological Alliance
 work to achieve high-quality, joined up services for the 8 million people in England living with a neurological condition.  

We believe that a Special Review by the Care Quality Commission would materially improve both equality of access and the quality of those services.

This note:

· sets out an outline case for a Special Review of services for people with a neurological condition; and

· gives initial thoughts on how such a Review should be conducted.

2.
Why we need a Special Review of services for people with a neurological condition

Neurological conditions profoundly affect a huge population group 

Over 8 million people in England are living now with a neurological condition
, from epilepsy to motor neurone disease, from stroke to acquired brain injury. Population aging and its association with a number of neurological conditions, not least dementia, means that this number will grow steadily over the coming decades. Most neurological conditions are chronic or progressive and few have cures. Most people with a neurological condition will experience services provided by the NHS, Local Authorities and independent care providers, over a number of years, until the end of their lives.

This need has not translated into routinely good services.  Although, for example, neurological conditions are more prevalent than cancers or diabetes, neurological conditions have not received the same focus or funding.  The Government recognised this shortfall by publishing the NSF for Long Term Neurological Conditions (LTNC NSF) in 2005.  The LTNC NSF is a remarkable common vision of the services that people with a neurological condition should be able to expect: a vision of quality and equality.  Service users, carers, health and social care professionals and civil servants all agree that achieving the 11 Quality Requirements in the NSF would radically improve wellbeing and health outcomes for people with a neurological condition. 

However, despite the personal and economic cost, evidence indicates that, over four years later, neurological care is rarely prioritized by commissioners at a local level.   A scoping exercise by researchers at the University of York
, carried out as part of a programme of research established by the Department of Health to support implementation of the LTNC NSF, revealed widespread concern amongst the neurological community that the NSF was not having the desired impact on services on the ground. Patients, carers, staff and volunteers revealed that:

“Despite the LTNC NSF being well-received when launched, there was a common perception that there was no clear thinking about how to deal with it, and generally no one taking responsibility for action strategically.  Apart from confusion in the policy context, the lack of targets, money or sanctions if the quality requirements were not met were repeatedly cited as reasons for the NSF having little impact so far.” 

Aim: A CQC Special Review would act as a powerful signal to service providers and commissioners to ensure that neurological conditions are given greater priority, for the benefit of a huge population group.

Implementation of the LTNC NSF is likely to flounder without a Special Review 
The LTNC NSF was always intended to be locally driven and was not accompanied by a national implementation strategy, national leadership, targets or budgets.   Since spring 2008, implementation of the NSF has been fully devolved.  Full implementation should in principle be achieved by 2015.  PCTs and LAs have been gently encouraged to progress the NSF, but whether they do so or not is not nationally monitored.  

As we approach the mid-point of the 10-year strategy, there is no comprehensive and detailed picture of the extent to which the NSF has been implemented and the difference it is making to the lives of people with neurological conditions. 

Aim: A CQC Special Review would provide a clear picture of implementation to date of the NSF, revealing where services are not in line with these guidelines.  
There are, however, many examples of good, innovative practice – and even some areas where a picture of change is emerging.  The success of implementation over the second 5 years of the NSF will depend on our ability to identify and disseminate good practice; provide evidence of need and of the cost-effectiveness of interventions; and identify NSF champions who can support weaker services. 

Aim: A CQC Special Review would identify what works and why and lead to the adoption of good practice elsewhere.  It would help us all to make better decisions in the design and delivery of services. 
There is unequal access to high quality services 

People with a neurological condition cannot currently be guaranteed good access to high-quality integrated health and social care services in order to improve clinical outcomes and maximize quality of life.  Despite the impact which many neurological conditions have on all aspects of life, the majority of user feedback indicates long delays in diagnosis, poor access to information, delays in referral to specialist care and lack of consistency in accessing effective rehabilitation, palliative care, social care and support for carers.  This is true for all neurological conditions: whilst the conditions vary, the experiences of patients are disappointingly similar.

The considerable regional variation in provision makes it very difficult to assess the implementation of the NSF with confidence.  Most neurological conditions demand multi-disciplinary care: in any given area, some aspects of this care might be provided effectively and others poorly; even within one region, care for one neurological condition can be of a high standard, but care for another much poorer.

The All Party Parliamentary Group (APPG) for Parkinson’s Disease has just published a report on their Inquiry into inequalities in access to Parkinson’s services.
  The Inquiry found evidence of significant inequalities in access to key Parkinson’s services such as specialist nursing, therapy services, access to aids and equipment, respite care and support for carers – with huge effects on how well people can live with a progressive condition.  Similar inequalities were exposed by Epilepsy Action’s Time for Change report, published this January.

Aim: A Special Review would focus attention on those areas in which the needs of people with neurological conditions are not being met.  It would contribute to the achievement of quality health and social care services for everyone with a neurological condition, not just in pockets of excellence, but right across England.

Inequality has serious consequences

Emerging evidence suggests that inequitable service provision can result in reduced quality of life, unnecessary acute admissions and premature deaths.   

Inequalities can have catastrophic consequences.  A 2007 report published by the Muscular Dystrophy Campaign
 revealed that patient survival is significantly reduced for some conditions in those regions where comprehensive neuromuscular services are not provided.  An audit of 40 sequential Duchene muscular dystrophy deaths over 10 years in the Southwest region showed a median age of death of 18 years. This compares with a mean of age of death of almost 30 years in patients with DMD receiving home ventilation and specialist multi-disciplinary care reported by the Newcastle group in the most recent study by Eagle et al. 
 

Inequalities have economic consequences too.  Delays in diagnosis can lead to social isolation and missed educational and employment opportunities.  Lack of access to early, preventative care has serious cost implications for service-users once their condition has deteriorated.  Lack of joined-up community care leads to acute admissions, at huge cost to the NHS: inadequate respiratory management provision for people with Motor Neurone Disease often leads to emergency admissions with respiratory distress, for instance.  Equally, without tailored care and support, people with neurological conditions often find themselves unable to remain in work or to maintain a good attendance at work.  For example, an estimated 25 million days are lost from work or school because of migraine each year.

Aim: A CQC Special Review would identify failures to meet the human rights and dignity of people with a neurological condition.  It would also identify failures to make effective use of resources.

A Special Review would strengthen the links between health and social care

People with neurological conditions have fluctuating and often complex needs which draw on both health and social care services, often over many years.  Care pathways can be complex and individual and involve joined-up health and social care commissioning and delivery.  In many places that inter-agency, whole system working does not seem to be happening.   Evidence to the APPG Parkinson’s Disease Inquiry highlighted a lack of joint working between the range of services involved in the different aspects of care for people with Parkinson’s, particularly mental health and social care services, and poor levels of understanding of Parkinson’s disease among some of the professionals involved. This was compounded by an absence of integrated service planning and commissioning to reflect the all round needs of people with Parkinson’s. 

For the first time, the establishment of the Care Quality Commission offers the opportunity to bring together information from across health and social care services. 

Aim: A Special Review would establish the first accurate picture of the whole care experience of people with a neurological condition and identify ways that inter-agency working can be promoted and monitored.

A Special Review would inform the future work of the CQC

The Review process would offer the opportunity to test out the effectiveness of the use of existing data in determining risks of poor performance and likelihood of good performance.   It would be possible to develop indicators for the future assessment of services people with neurological conditions, through the routine work of the CQC or in an on-going programme to support the development of neurological services.

Aim:  A Special Review would help the CQC identify practical mechanisms for monitoring future performance of neurological services across health and social care. 

Provision for a Review was made in the National Service Framework

“The aim is to implement the NSF over 10 years, with the pace determined by local priorities.  Over the course of the three­year planning period covered by the Planning Framework, the NHS and Local Authorities will be expected to demonstrate that they are making progress in planning and developing the levels of service quality described in the NSF and other related national strategies. Both the Healthcare Commission and the Commission for Social Care Inspection may carry out improvement reviews to assess progress, jointly where appropriate.
” 

Aim: 2010 is the midpoint of the LTNC NSF: an opportunity to evaluate progress, to build new momentum and to redirect efforts based on good practice.

3.
Ideas about how Special Review might be conducted

The design of the Review would be determined by the Care Quality Commission, in consultation with all key stakeholders, notably people with a neurological condition.  Members of the Neurological Alliance would be willing to assist in the development of a Review and the appropriate selection of PCTs and Local Authorities.  The Review could include: 

· Tracking experience along the patient journey, selecting indicators of performance at key stages, focused on several or all the 11 Quality Requirements (QRs) of the NSF. Individual conditions could be selected to illustrate more general outcomes of individual QRs in different PCT and Local Authority areas. 

· Use of the Quality Neurology
 audit tool being developed through a collaborative project of the Department of Health, Parkinson’s Disease Society, MS Society, MND Association and Ataxia UK.  The tool is intended to help PCTs scope progress against the NSF Quality Requirements and puts patient groups at the heart of this process. Following pilots and measurement of effectiveness by York University, it will be available in December 2009.
· Listening to user experiences.

· Use of routinely collected statistics.  A recent Health Needs assessment by the North East Public Health Authority made fruitful use of this data.

· Use of surveys and reports conducted by patient organisations. 
· Investigation of the regional variations in service provision and NSF implementation, broken down by illness as well as by area, possibly using regional staff of Alliance members to build a picture.

4.
Support for a Special Review into care of people with a neurological condition

The concept of a Review is supported by all the 64 brain and spine charities that make up the Neurological Alliance, by the relevant Department of Health officers and by the Association of British Neurologists.
Department of Health Contact : Gill Ayling, Lead, Long Term Neurological Conditions

Members of the Neurological Alliance

National members
	Action for Dystonia, Diagnosis, Education and Research (A.D.D.E.R.)
	Alzheimer’s Society

	Ann Conroy Trust
	Association of British Neurologists (ABN)

	Association of the British Pharmaceutical Industry (ABPI)
	Association for Spina Bifida and Hydrocephalus (ASBAH)

	Ataxia -Telangiectasia Society
	Ataxia UK

	Brain and Spine Foundation
	Brain Tumour UK

	British Polio Fellowship
	CMT

	Different Strokes
	Dystonia Society

	Encephalitis Society
	Epilepsy Action

	Guillain-Barré Syndrome
	Headway

	Huntington's Disease Association
	Independent Healthcare Advisory Services

	Joint Epilepsy Council
	

	Migraine Trust
	Motor Neurone Disease Association

	MS Society
	MS Trust

	Muscular Dystrophy Campaign
	National ME Centre

	National Tremor Foundation
	National Voices

	Neurosupport
	Pain Concern

	Parkinsons Disease Society
	Primary Care Neurology Society (P-CNS)

	PSP Association
	Rehab UK

	Ring Chromosome 20 Foundation
	Sarah Matheson Trust

	Shane Project
	Speakability

	Stroke Association
	Sue Ryder Care

	Tourettes Action
	Tranverse Myelitis Society

	Trigeminal Neuralgia Association UK
	

	Tuberous Sclerosis Association
	UK Acquired Brain Injury Forum (UKABIF)

	
	


Local members

	Buckinghamshire Neurological Alliance
	Cambridgeshire NA

	Greater Manchester NA
	Hampshire Neurological Alliance

	Hounslow Neurological Partnership
	Kirklees Nerve Centre

	Lancashire and South Cumbria RNA
	Leicester, Leicestershire, and Rutland Neurological Alliance

	Lincolnshire NA
	Mersey and Cheshire NA

	Northern NA
	Oxfordshire Neurological Alliance

	Richmond Integrated Neurological Partnership (INP)
	Sandwell NA

	Tees Valley, Durham, and North Yorkshire NA
	Trent NA

	West Berkshire NA
	Lincolnshire Post-Polio Network
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