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1. Introduction

Brent tPCT is the lead PCT for haemoglobinopathies in the North West London sector.  The purpose of this report is to update the Board on the activity and achievements of the North West London Haemoglobinopathy Managed Clinical Network from July 2004 to September 2005.

2. Background

Haemoglobinopathies are genetic diseases of the blood. They include sickle cell disease and thalassaemia. These disorders mostly affect the ethnic minority community, especially the Afro Caribbean population.  The national haemoglobinopathy antenatal screening programme was announced in 2000.  Managed clinical networks are key to the sucessful delivery of the haemoglobinaopthy screening programme.

Following a local public consultation, the North West London (NWL) Haemoglobinopathy Network was launched in 2001.  The aim was to develop a more coordinated approach to the planning and delivery of services for this patient group.

3. Review of haemoglobinopathy services


In 2002, an audit of the organisation and delivery of services for haemoglobinopathy patients in North West London was undertaken by Dr Mabel Alli at Brent tPCT.  

In 2004, as a follow up to this audit, Public Health Direct undertook a sector-wide review of services in North West London.

Both the audit and service review highlighted examples of unmet need of patients with haemoglobinopathies within North West London and underlined the need for greater co-ordination of PCTs within the sector in the commissioning of haemoglobinopathy services.  Nationally neonatal haemoglobinopathy screening has been designated as a specialist service.  

4  Review Implementation Group

A Review Implementation Group (RIG) was established in March 2005 to oversee and coordinate implementation of the recommendations that came out of the audit and service review.  
The RIG was chaired by David Kemsley, Specialist Commissioner at Hillingdon PCT and was accountable to the North West London Local Specialist Commissioning Group. 
The RIG developed a work programme organised around the following ten areas:-

1. Haemoglobinopathy registry

2. Counselling services

3. Role of the managed clinical network

4. Clinical care pathway/standards

5. Specialist centre(s)

6. Psychological services

7. Local Authority (Education, Housing & Social Work)

8. Integration with the rest of London

9. Child health and community services

10. Performance monitoring against group objectives.

Areas 1 to 3 were agreed as top priorities for the RIG.  

5  NWL Managed Clinical Network Board

In September 2005, the RIG was formally disbanded, and re-established as the NWL Haemoglobinopathy Managed Clinical Network Board.  The Network Board will carry forward the work programme of the RIG, under its three-year business plan for the period 2005/6 to 2007/8.  


The Haemoglobinopathy Managed Clinical Network Board met for the first time in September 2005.  Draft terms of reference for the Network Board are given at Appendix 1 and a map of the Network structure and lines of accountability is given in Appendix 2.  

6. Further areas of work and developments in North West London

6.1 Annual Conference / Study Day - July 2005 

The Fourth Annual Conference/Study Day was held on 6th July 2005. 69 stakeholders met to discuss ways of improving haemoglobinopathy services across North West London.  Formal and informal feedback on the event was very positive.  In particular stakeholders welcomed the opportunity to engage with one another and the network, and the day was successful in developing a greater sense of cohesiveness across the sector.

6.2 Patients’ views on Sickle Cell & Thalassaemia services

In 2004 the Sickle Cell Society conducted a survey of patients’ views on the development of haemoglobinopathy services.  


Key findings from this survey are summarised below.

· Geographical variation in service provision.

· Need to develop a standardised care pathway for pain management at A&E and to include training and awareness of pain protocols by A&E staff as well as patients

· More support needed by from teachers and school nurses within schools.

· Counselling and support to focus on emotional status as well as physical pain

· Improvement in consistency of quality of care in primary and community settings

· Patients appreciate networks as a forum to make their views heard.

· Recommend an audit of use of NWL acute pain protocols.  
The Network plans to make the adult pain protocol available on its web site in 2005/6.

6.3   Hospital admissions analysis

The Network is conducting an analysis of hospital admissions and occupied bed days (OBDs) due to sickle cell and thalassaemia across the sector.  

The data for Brent patients show that 1 in 10 of all emergency OBDs in the 10-19 year olds is due to sickle cell & thalassaemia  (Appendix 3).

6.4 Information resources for schools

The London Borough of Hammersmith and Fulham has worked with specialist nurses to produce an information resource for schools on long-term medical conditions.  The book is designed to enable school staff to better meet the needs of pupils with the five most common long-term medical conditions found amongst school-age children in the borough (asthma, diabetes, epilepsy, allergies (including anaphylaxis) and sickle cell).  In relation to sickle cell, the book focuses on how school staff can support children with the condition, and how to cope with episodes/attacks/seizures in schools.

The Network plans to adopt the book for sector-wide use in all schools in 2005/6.

7.  Business Planning

The Network is developing a Business Plan that will feed into local delivery plan and commissioning processes at both PCT and sector level.  The Business Plan is due to be completed by January 2006.  This plan will place particular emphasis on supporting patients and linking haemoglobinopathies into the chronic disease management programme.

Appendix 1

DRAFT

North West London Haemoglobinopathy Managed Clinical Network

Terms of Reference

The Haemoglobinopathy Network has the following key objectives – 

a) To ensure that haemoglobinopathy services develop to meet national standards, and are consistent and of high quality services across the sector, with clear routes to tertiary care.

b) To establish support for a sector-wide approach to planning, commissioning and assessing the performance of haemoglobinopathy services and to develop robust mechanisms for involving the public, patients and carers and local authorities

The role of the Haemoglobinopathy Network for North West London is to: 

Planning

· Strategically plan accessible local services, with clear route to specialist services, taking views of patients into account. 

Service development

· Support the development of evidence based services, which deliver coherent patient pathways and meet the needs of patients in the sector with haemoglobinopathies.  Plan the development of coherent, locally supported, evidence-based clinical strategies across the entire patient journey, ensuring that agreed changes in clinical practice are implemented and shared throughout the Network

· Establish clinical advisory and other project groups to review and make recommendations on specific areas of work or developments, ensuring representation from across the sector

· Oversee the implementation of Network wide elements of the national and local guidance e.g. National Screening Standards

Links

· Establish links with health communities outside North West London which currently refer patients to haemoglobinopathy services in the sector, to take account of their needs and strategies in planning future services

Monitoring

· Monitor the development of local haemoglobinopathy services to ensure effective links are developed across primary, community – including local authority - and secondary care and into specialist centres for the prevention, diagnosis and treatment of haemoglobinopathies

· Agree an effective means for agreeing an integrated system for quality assessment and improvement

· Develop a network wide clinical governance strategy, quality assurance and peer review mechanism for haemoglobinopathy services

Commissioning

· Develop appropriate sector-wide commissioning arrangements for specialist haemoglobinopathy services and agree priorities for development of secondary and primary care services, which meet consistent standards, are cost effective and are mutually supportive. Integrate commissioning priorities with specialist commissioning priorities and individual PCT priorities through Directors of Commissioning

The Chair of the Haemoglobinopathy Network Board is accountable to the Chief Executives of the acute Trusts, Primary Care Trusts and the Strategic Health Authority for the work of the Network and will report back to this community and to the Specialist Commissioning Board at regular intervals about progress in achieving the agreed objectives.  The Network Chair will also, when necessary, bring specific proposals to the group of Chief Executives for agreement by the wider community.
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See Graph 2: 1 in 10 of all EOBDs in age group 10-19 yrs is due to Sickle Cell & Thalassaemia
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1 in 10 of all  EOBDs in age group 10-19 yrs is due to Sickle Cell & Thalassaemia
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