North of Scotland Child & Adolescent Neurology Network (NeSCAN)

Progress linked to year 1 and year 2 NDP funding

1. Current service description
This network was established in 2001 following major recruitment difficulties to a consultant in paediatric neurology post in Aberdeen.

The service network has evolved over the past 9 years and consists of a tertiary paediatric neurology service integrating closely with secondary care paediatric services delivered in Dundee, Aberdeen and Inverness.  There are 2 paediatric neurologists in Tayside with the equivalent of one post (shared)  dedicated to clinical service provision in Aberdeen and Inverness.   These posts work within a team of locally-based clinicians and nurse specialists functioning in a clinical network following the underlying premise of delivering care as close to a child’s home as possible.

The network is designed to be much more than simply a traditional specialist outreach service.  In addition to regular outpatient clinics in Aberdeen and Inverness it provides: 

· forums for multi-disciplinary discussion of complex clinical cases 
· a framework for clinical guideline development 
· regular opportunities for multi-disciplinary review of brain imaging and neurophysiological investigations

· audit 

· CPD.  
Regular “virtual” clinics are held to enable local clinicians to bring cases for discussion, in some cases obviating the need for an additional appointment for a family.  

Prior to the NDP for Specialist Children’s Services there has no new funding for this Network other than the setup funding for the second paediatric neurologist post in 2001.

2. Epidemiology/clinical need

The catchment population for NeSCAAN is 1.3 million (similar to that for South-East Scotland).  For childhood epilepsy, which would account for approximately 50% of paediatric neurology practice, the expected number of children with active epilepsy is in excess of 1,600.  We are aware that many children do not have access to minimum service standards specified in guidance of SIGN guidance no. 81 on children’s epilepsies.

Our capacity for accurate, comprehensive and detailed data capture is very limited.  In 2006 the network saw 2044 patients principally split between Grampian and Tayside with a smaller proportion in Highland.  There is no reason to believe that these figures have not continued to rise, not least because of new involvement in the Islands and Morayshire.
3. Strengths, weaknesses, opportunities and threats (prior to NDP investment)
3.1. Strengths
This is an established network delivering active patient care; its dismantlement would result in a dramatic reduction in service provision.   The nurse specialist provision is limited but has brought about demonstrable improvements in quality of care for children with epilepsy.  It has a track record of efficient use of resource through joint working across Health Board boundaries.  There is clear evidence of reduced travel for families to attend for appointments and investigations of childhood neurological difficulties.
3.2. Weaknesses

There remain inequities in service provision.  Large areas of the network, principally Highland region, Morayshire and the Northern Isles have limited neurology input at both secondary and tertiary level.  In the field of epilepsy (which accounts for >50% of paediatric neurology practice) these areas would struggle to meet SIGN guideline recommendations in regard to diagnosis, epilepsy nurse support or psychological assessment.  

Children with neuromuscular disease and with cerebral palsy do not have equitable access to specialist services across the north of Scotland.

The lack of administrative support has been an obstacle in developing the network further.  The arrangements for accountability are unclear across the Board areas, there are limited opportunities to further develop multi-disciplinary working and we have not been in a position to enter into a quality assessment framework.
3.3. Opportunities
Investment in tertiary service will only lead to realisable benefits that are efficiently delivered if that service has a local secondary service to link to and interact with.  This is particularly the case in areas of Highland, Morayshire and the Northern Isles.  Investing in secondary specialist epilepsy service is likely to be of particular benefit in these areas.  The resource available from the rounds of NDP funding could allow developments as detailed in Appendix 1.
3.4. Threats

As the number of patients cared for in this network has increased, the lack of an information system keeping track of clinical details of this group across health board boundaries is becoming more problematic as time goes on.   It is clear that access to traditional paper based records with clinical decision-making across those boundaries is difficult.  This is now a significant clinical risk issue.
The network has little formal basis to it; it is largely clinically lead and driven.  There is no formalised governance or accountability framework within which the network functions.  It could be open to significant criticism in this regard.

The current contracting arrangements for clinical service are fragile and not in the interests of the patient group as a whole.   Some service provision is funded purely on ad hoc basis;  others simply on an informal “quid pro quo” arrangement between Grampian and Tayside. 

The lack of perceived and real equity with the network may lead to withdrawal of participation in the network and then raise issues again regarding sustainability of service.
4. Benchmarking
In many ways  NeSCAN is a unique and forward thinking model and there are no obvious other models of care to model against in the UK.  It differs from other regional paediatric MCNs in that it has a major service component to it.  

5. Data management

The only source of data management is local out-patient clinic recording systems.  There is no record of cross-boundary working, no clinical information system that allows integration of clinical detail across health board boundaries and no data to assist in service audit.

6. Support provided by Year 1 and 2 investment

6.1. Epilepsy service in Highland and West Morayshire

It has been recognised that there was considerable scope to improve services for children with epilepsy in Highland.  The geography of that region provides significant barriers to implementing existing SIGN guidance.   Children from Elgin needed to travel considerable distances to Aberdeen for imaging and EEG investigation when quality services exist for this group of children in Inverness.   Year 2 funding has been allocated towards the appointment of a Consultant Paediatrician with “an interest in epilepsy” to be based in Inverness but supporting  an integrated  clinical service to the significant majority of children in Highland and in West Moray.  This postholder would work closely with colleagues in Highland and in Elgin with tertiary support provided from the two current paediatric neurologists.

6.2. Tertiary consultant paediatric neurology outreach services 
We are utilising the 2 additional consultant sessions provided to Tayside to  “back-fill” some of the current secondary level paediatric neurology workload (year 2). This will release tertiary neurology time to expand upon tertiary input into areas of the network outwith Tayside.
6.2.1. Orkney/Shetland

  This will enable direct clinical support supplemented by telemedicine links to Orkney and Shetland.  We expect that, not only will be there be less requirement for children and their families to travel to the mainland, but this will also allow for improvements in quality of care through the links that Network provides.  This support will be contingent on ensuring that the clinical links through NHS Grampian continue to be robust.  Initial clinics have already been held in Orkney and in Shetland.
6.2.2. West Morayshire

We are expecting similarly to support Elgin working with the consultant paediatrician with an “epilepsy interest” based in Inverness and colleagues in Elgin itself.  A joint initial clinic has already been held pending the appointment of the NHS Highland consultant paediatrician.
6.2.3. Paediatric neuromuscular services 

We will formalise and develop the neuromuscular services in Grampian and Highland.   There will be regular multi-disciplinary clinics comprising neurodisability/neurology/clinical genetics/AHP/Family Care Adviser inputs.   These clinics have already commenced in Aberdeen.  Through year 3 NDP funding we hope to be able to comply with SG guidance on care standards for children with neuromuscular disorders.  Such children should have access to a neuromuscular paediatric physiotherapist and we need ensure that there is equity of care for this group of children across Scotland.  In addition it is hoped that year 3 funding will secure the Family Care Adviser input previously provided by the Muscular Dystrophy Campaign.
6.3. Children’s epilepsy nurse provision
This has increased by 50% in each of the three larger health board areas.  Two out of three appointments have been made and the third will be made shortly.  It will fill gaps in the capacity to provide a high quality service to children and young people with epilepsy in current areas of provision.  It will allow extension of this work into the Islands and Morayshire.  Through telemedicine links we will enhance cross-boundary working and this allow further development of uniform standards of care for this large group of children.
6.4. Ketogenic diet provision
A ketogenic diet is a unique treatment for children with medically intractable seizures.  It has a robust evidence base behind its use.  However it is particularly resource-demanding of dietician time particularly in setting up a diet in the first months.  There are very few dieticians in the North of Scotland who are trained in its use.  The appointment of a ketogenic diet coordinator last month (Year 2) will allow for the development is this service which currently very limited and enable more paediatric dieticians to be involved in this complex treatment.
6.5. Infrastructure support

Good administrative and clerical support is crucial in ensuring the there is good and timely cross-boundary communication between different paediatric units in the Network. (Year 2)

6.6. Network management

The job description and person specification for this post have been written and final approval  now obatained for the appropriate banding of this post.  This post is currently advertised.

6.7. Telemedicine support
Working with the Scottish Paediatric Telemedicine Group considerable work has gone into ensuring that suitable equipment is now in place and that this equipment works reliably and consistently.  While there are still some issues remaining to be resolved, there has already been a significant improvement in this area.  It is being used not only for clinical and network administration meetings but also for consultations with children and their families.

7. Evaluation

7.1. NeSCAN will participate in the “Logic Model” process of evaluation.
7.2. NeSCAN will also participate in the national “Epilepsy 12” audit which will evaluate Performance Indicators referenced against SIGN guidance, provide comparable service descriptions of children’s epilepsy services and measure children and their family’s satisfaction with the services provided.  QIS is contributing to the costs of this 3 year audit and the NeSCAN Lead Clinician is undertaking the clinical lead role for NHS QIS in this audit.
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