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CQC consultation on Assessment of quality in 2010/11  Submission from the Neurological Alliance 
The Neurological Alliance is delighted to respond to the Care Quality Commission (CQC) consultation on quality. We are addressing our response specifically to question eight of the consultation document, which asked about possible studies or reviews in 2010 and beyond.
This response has been produced with full engagement of the Alliance membership. It represents our collective thoughts and views on the way forward. Many of the Alliance member will also have submitted independent responses that will address their specific condition or locality. These will add to the overall picture of why a special review of the neurology pathway is important.
1. Why the neurology pathway is the highest priority topic for a special review
The Neurological Alliance believes that a special review of the ‘pathway for long-term neurological conditions’ is the highest priority. This is for the following reasons:
1.1. Neurological conditions profoundly affect a huge population group 

Over eight million people in England are living with a neurological condition
. An aging population means that this number will grow steadily over the coming decades.
Long-term neurological conditions vary enormously but can be broadly categorised as follows:

· Sudden onset conditions such as acquired brain injury and stroke

· Intermittent and unpredictable conditions such as migraine, epilepsy, multiple sclerosis and Tourettes syndrome
· Progressive conditions such as motor neuron disease and Parkinson’s

· Stable neurological conditions such a post polio syndrome

Most people with a neurological condition will be significant users of services provided by the NHS, local authority and independent sectors. Their needs will change, either very suddenly or progressively over time. This means they will need complex, multi disciplinary care over a number of years, usually until the end of their lives. 
Although this need has long been recognised, it has not translated into routinely good services. Neurological conditions are more prevalent than cancers or diabetes but have not received the same focus or funding. The Government recognised this shortfall by publishing the National Service Framework for Long-Term Neurological Conditions (NSF LTNC) in 2005.  The NSF LTNC 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 five years later, neurological care is rarely prioritised by commissioners at a local level.   A scoping exercise by researchers at the University of York
 was carried out as part of a programme of research established by the Department of Health to support implementation of the NSF LTNC. This study revealed widespread concern amongst the neurological community that the NSF LTNC was not having the desired impact on services on the ground. Patients, carers, staff and volunteers revealed that:

“Despite the NSF LTNC 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.” 

1.2. Improving neurological services requires national impetus and focus

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.

The NSF LTNC 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 LTNC has been fully devolved. Full implementation should in principle be achieved by 2015.  Primary Care Trusts (PCTs) and LAs have been gently encouraged to progress the NSF, but whether they do so or not is not nationally monitored.  

The Government has commissioned a mid-point review of NSF LTNC implementation, which is being conducted by the Long-Term Conditions Delivery Support Team. However, we have concerns that this piece of work may not be prioritised by the incoming Government after the general election.

At the time of writing it is planned that the mid-point review will largely question PCT commissioners to establish the extent to which they have commissioned against the NSF LTNC quality requirements. It will help to add to the picture of NSF LTNC implementation but will not have the capacity to examine the quality of commissioning arrangement and the outcomes for patients. 

There are many examples of good, innovative practice – and even some areas where a picture of change is emerging. The success of implementation over the second five years of the NSF LTNC will depend on the ability to identify and disseminate good practice; provide evidence of need and of the cost-effectiveness of interventions; and identify NSF LTNC champions who can support weaker services. 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. 

1.3. There is unequal access to high quality services which has serious consequences

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

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 Duchenne muscular dystrophy (DMD) deaths over ten years in the southwest region showed 18 years to be the median age. This compares with a mean 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; delays in diagnosis can lead to social isolation and educational and employment opportunities being missed. 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, which have a huge cost to the NHS. Inadequate respiratory management provision for people with motor neurone disease often leads to emergency admissions with respiratory distress. 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.

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.

1.4. 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 need to be individual, involving joined-up health and social care commissioning and delivery. In many places inter-agency, whole system working does not seem to be happening. Evidence to the All Party Parliamentary Group 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. Also 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. 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.

2. Ideas about specific issues we would like addressed and how this could best be done
2.1. Specific issues to address

· There are specific parts of the patient pathway that are potentially more critical to successful outcomes for patients. These include diagnosis, integrated care planning, the interface between health and social care, transition between children and adult services, rehabilitation, dealing with relapses, going into hospital and end of life. A closer examination of these parts of the pathway might expose areas of care where the most improvement can be achieved.

· Listening to user experiences must be a fundamental element of a special review. The Alliance and its members can be important partners in developing the user engagement strategy of the review. 
· Investigation of the regional variations in service provision and NSF implementation, broken down by illness as well as by area.
· Exposing areas of poor performance where interventions can be targeted to encourage service redesign and improve quality.
2.2. How this can be done?

The design of the review must be determined by the CQC in consultation with all key stakeholders, notably people with neurological conditions and their carers.  
The Neurological Alliance would be willing to bring the perspective of patient groups in a number of ways. Firstly, the Alliance would be willing to organise forums for our 70 members to meet the CQC. This will be an opportunity for the CQC staff to talk to patient representatives face to face and ask questions about how they might carry out the study. It will be important for the CQC to hear the perspectives of people with both common and rare conditions, and people with long-term degenerative and sudden onset neurological conditions. The issues may not be the same and the Alliance will be best placed to work with the CQC to ensure this broad perspective is covered.

Secondly, the Alliance has 20 affiliated Regional Neurological Alliances (RNAs) around England. These groups bring together local people with neurological conditions, as well as volunteers and regional charity staff. They will have a perspective of neurology service that is more grounded in their local area. We will also be willing to facilitate communication or appropriate events with these groups.

Lastly, the Alliance would be happy to nominate representation from its Board to support the review through all stages and sit on any working group. We would like to be considered as key partners in this piece of work and would commit what resources we have available to support this research and ensure it has the most impact possible.
With regard to the data the review may need to use to carry out the study, the Alliance has the following suggestions.
· Use of the NSF LTNC mid-point review results and other NSF LTNC bench marking studies such as those commissioned through the DH long-term neurological conditions research initiative. These will provide important base line data that should help to make clear where further investigation would be most productive.

· Use of routinely collected statistics such as hospital episode statistics.  A recent neurology health needs assessment by the North East Public Health Observatory made fruitful use of this data.

· The NHS Information Centre has identified key information requirements for the quality standards in the NSF. This data set has been produced as a result of broad consultation with service providers and will be a very useful guide for the kinds of data that is necessary. The data set is available on their website.
· Use of surveys and reports conducted by patient organisations. 
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Conclusion
A key priority for people with neurological conditions is to receive quality services; but we have concerns over the poor implementation of the National Service Framework for Long-Term Neurological Conditions (NSF LTNC) in England. There is significant evidence of major inequalities in the safety, effectiveness and patients’ experience of neurological services across England and we are aware of many people who receive poor standards of care.

There is still a long way to go to achieve the quality of care set out in the NSF LTNC, but a CQC examination of current services would move us many vital steps forward to achieving this.

We believe that a Special Review of neurological services would play a significant role in improving the quality of health and social care services for the 8 million people in England with a neurological condition. We are asking that the pathway for neurological conditions is prioritised for the CQC special review programme.

4.
 About the Neurological Alliance

We are an independent alliance of 70 brain and spine organisations from across England. A full list of our membership is available in Annex 1, on page 7. 

Our vision is that every person diagnosed with a neurological condition will have access to high-quality, joined-up services and good information from their first symptoms, throughout their life.

Our objectives are

1. To drive forward implementation of the National Service Framework for Long Term Neurological Conditions across England;
2. To increase understanding of neurological conditions and of the lives of people with those conditions;
3. To speak for the neurological community with an authoritative voice.
For further information contact:

Clare Moonan

Chief Executive (External)

Neurological Alliance

Dana Centre
165 Queen’s Gate
London SW7 5HE
Tel: 020 7584 6457
clare.moonan@neural.org.uk
April 2010
Annex 1
Neurological Alliance Members at April 2010
National Member Organisations
Action for Dystonia, Diagnosis, Education and Research (A.D.D.E.R.)

Alzheimer’s Society

Ann Conroy Trust

Association of British Neurologists (ABN)

Association for Spina Bifida and Hydrocephalus (ASBAH)

Ataxia-Telangiectasia Society

Ataxia UK

Brain and Spine Foundation

Brain Tumour UK

British Polio Fellowship

Cavernoma Alliance UK

CMT UK

Cure Parkinson’s Trust

Different Strokes

Dystonia Society

Encephalitis Society

Epilepsy Action

Epilepsy Bereaved

Fibro Action

Glenside Manor

Guillain-Barré Syndrome

Headway

Huntington's Disease Association

Independent Healthcare Advisory Services

Integrated Neurological Services

Joint Epilepsy Council

Lincolnshire Post-Polio Network

Matthew’s Friends

Migraine Trust

Motor Neurone Disease Association

MS Society

MS Trust

National ME Centre

National Tremor Foundation

National Voices

Neurosupport

Pain Concern

Parkinsons UK

PSP Association

Rehab UK

Royal Hospital for Neuro-disability

Sarah Matheson Trust

Shane Project

Stroke Association

Sue Ryder Care

Tourettes Action

Tranverse Myelitis Society

Trigeminal Neuralgia Association UK

Tuberous Sclerosis Association

UK Acquired Brain Injury Forum (UKABIF)
Regional Neurological Alliances

Buckinghamshire Alliance of Neurological Organisations (BANO)

Cornwall Alliance of Neuro-Domain Organisations (CAN-DO)

Greater Manchester NA (GMNA)

Hampshire Neurological Alliance

Hounslow Neurological Partnership

Kirklees Nerve Centre

Lancashire and South Cumbria RNA (LASCNA)

Leicester, Leicestershire and Rutland Neurological Alliance

Lincolnshire NA

London NA

Merseyside and Cheshire NA

Northern NA

Oxfordshire NA

Richmond Integrated Neurological Partnership (INP)

Sandwell NA

South West Alliance of Neurological Organisations (SWANO)

Sussex NA

Tees Valley, Durham, and North Yorkshire (TVDNY)

West Berkshire NA (WBNA)

Yorkshire & Humberside Alliance of Neurological Organisations (YHANO)
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