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Executive summary

Introduction

A background paper was prepared in March 2004 that outlined the need for a review of specialist and mainstream services, the effectiveness of the clinical network, and the need for a development plan.  The paper was considered by the local Directors of Public Health who agreed to commission a review of the North West London haemoglobinopathy services.  A contract to carry out this review was awarded to Public Health Direct, an external consultancy firm.  The aim of the review was to ensure the effective and efficient use of current resources.  Particular attention was to be paid to the way in which the managed clinical network functioned as an entity.

Approach

This consisted of a review of existing documents (See Appendix 1) and meetings and telephone discussions with groups and individuals.  A list of those consulted is shown in Appendix 2.  A draft report was prepared for the Clinical Network Meeting that was held on 8th November 2004.  This meeting consisted of four workshops and a report of their comments has been included as Appendix 3.  This final report contains a set of recommendations and an action plan.

Findings

North West London has been at the forefront of managing haemoglobinopathies over many years when compared with the rest of England.  Local research has an international reputation.  In terms of institutions, key organisations include the Hammersmith Hospital, Queen Charlotte’s Hospital, St Mary’s Hospital, together with their academic affiliation to Imperial College.  The list also includes Central Middlesex Hospital, Charing Cross Hospital, Chelsea and Westminster Hospital, Ealing Hospital, Hillingdon Hospital, Northwick Park Hospital and West Middlesex Hospital. There are two Sickle Cell and Thalassaemia Centres; the Brent Centre, part of the North West London Hospitals Trust and the Riverside Centre, part of the Hammersmith and Fulham Primary Care Trust. There are additional community nurse specialists who work in Ealing, Hounslow, Kensington and Chelsea and parts of Westminster.

Issues that have emerged during the review

Screening, counselling and the nursing roles

The Managers of both centres stressed the importance of training.  There are few specialist courses and the main course lasts 15 days.  This compares poorly with other specialist nursing courses.  Although nurses with appropriate backgrounds can reach specialist status quite quickly but there are few entrants because the career path is so poorly developed.  The National Screening Programme has funded a new training course that will be available from February 2005.  If new nurse specialists are to be appointed to improve the service it will be important to ensure that they are not professionally isolated.  At present there is no standard protocol in use locally for managing pregnancy or for antenatal screening. There is a standard protocol for neonatal screening but this occurs because the Brent Centre provides the neonatal service across the whole sector.  There are standard protocols developed by the Sickle Cell and Thalassaemia Association of Counsellors but these have not been adopted locally.  Several of the nurses including those at the Brent Centre believe that there should be a single organisation across the North West sector.  This does not need to be a single geographical location and it could function as a virtual centre.  

There is room for greater collaboration between Sickle Cell and Thalassaemia Centres that will avoid duplication.  Historically the Brent Centre has held the contract for providing the neonatal screening service across the old North West Thames Regional Health Authority area.  The Brent Centre nurses are responsible for liaison with local nurse counsellors and with local health visitors.  They are also responsible for making onward referrals to specialist services.  There are nurse counsellors at Hammersmith and Fulham, Kensington and Chelsea, Ealing and Hounslow and they provide an antenatal service, family support and support to the patient during childhood and adult life.  They could also provide a neonatal screening service.  This could happen if the Brent Centre devolved their responsibilities for neonatal screening to these specific PCTs.  

During the review it has been possible to identify several gaps in the nurse specialist community service.  These are noticeable in north Westminster, Hillingdon and parts of Harrow.  In addition, there needs to be a commitment to fund the hospital nurse specialist at St Mary’s who is funded until the end of this financial year from charitable funds on a one-year contract.  The overall cost of closing these gaps will depend on the number of nurse sessions in each of the relevant PCTs.   Substantial improvement in the overall performance of the nurse specialist services could come from improved administrative and management arrangements.  At present the nurses are split between an acute Trust and several PCTs and there is some uncertainty about the role of senior management with regard to appraisals, priority setting and quality assurance. 

Clinical protocols

There has been strong collaboration between clinicians in North West London over many years.  There are several established protocols for managing acute hospital episodes.  Less work has been carried out in standardising practice in the antenatal period, neonatal period and in early childhood.  

Registry

Haemoglobinopathy registries were recommended by the Standing Medical Advisory Committee Report as a way of improving services provided at a local level.  Central Middlesex Hospital has been the host to the European Haemoglobinopathy Register for over five years.  Since February 2001 there has been strong collaboration between Ealing, Hammersmith and Hounslow in developing and linking local clinical information.   Achievements to date have highlighted and clarified what is needed from the registry.   Already the registry has provided a more accurate picture of the numbers and age groups of patients as well as a better understanding of the numbers of cross boundary patients from other areas.  Automatic reporting systems have also been developed to produce timely and comprehensive patient reports and anonymised demographic reports.  In the future the registry will reflect the changes occurring throughout the NHS by being able to integrate into the new systems being rolled out by the National Programme for Information Technology (NPfIT).  The Report describes in detail the current proposal to consolidate the existing system and to bring on board other hospitals in the sector; to provide a vehicle for the roll out of the NHS National Plan of Haemoglobinopathy Screening; to provide up-to-date information that will be useful for holistic patient care and to improve clinical management via a web-based interface to registered clinicians and users of the register; and to enable accurate planning and commissioning of acute and community services. 

This development will require investment.  This includes picking up the salaries of the core staff, that are currently funded by research money, and hardware and software costs.  It will be important to contain administrative costs and this will mean changes in clinical practice whereby clinicians input data during the consultation in real time.  However, there is a substantial amount of historic data that will need to be entered.  It is for this reason that the first three-year costs include the appointment of data coordinators.  Once this backlog of data is entered there will be no further need to fund these staff.  The costing has taken a realistic view about the costs of inputting data.  The costs of the overall programme are £245,647 in year 1 falling to £215,934 in year 3.  The recurrent costs in year 4 and beyond are £120,059.  These are substantial sums when taken across the whole of the sector.  When judged by average PCT they equate to approximately £30,000 per PCT (£15,000 recurrent) and £190 per patient undergoing treatment (£93 recurrent).  

Information for patients

The clinical network has made significant progress in developing user and client support groups.  The network has published an information booklet that provides a list of services that are available so that individuals can better access services.  There is a well-developed network bulletin or magazine and a well-developed series of meetings and annual conferences.  What is also evident is that many of the acute Trusts, PCT and voluntary sector organisations are producing information and listing it on their individual web sites.  The network needs now to link this information so that it is more readily accessible to the public.  
The psychology service

There is a well-developed psychology service for children and adults at the Brent Centre and referrals are taken from across the sector.  Under current arrangements there are not enough staff to cope with demand.  There is a need for an additional whole time equivalent post.  This post should be based at the Riverside Centre.

Local authority services

In discussing the services provided by local authorities most information has come from individual social workers.  Hammersmith and Fulham is the only local authority to have a social worker that specialises in haemoglobinopathy support.  Her post is jointly funded by the PCT and Hammersmith and Fulham Council.  In all other Boroughs clients will be referred to the social worker on call and cases will be distributed amongst the whole social work team.  The overall care of those with haemoglobinopathies would be improved if Boroughs provided some specialist sessional time within their social work establishments.  Given the example of Hammersmith and Fulham further discussion of joint funding should take place between PCTs and other London boroughs.

The voluntary sector

North West London is fortunate in having the national headquarters of the Sickle Cell Society located in Brent.  It came about through the combined efforts of local councillors and local community leaders.  It is now in its 25th year and has a long track record of supporting people with sickle cell.  It has recently reorganised its administration and now has regional coordinators.  In discussing the roles of the voluntary sector and the interface with the NHS and the various local authorities in North West London it appears that much is done in isolation.  There seems to be little coordination between the key players and this would seem to disadvantage many patients who use the NHS services.  

The UK Thalassaemia Society was founded in 1976.  It started as a support group for those who were attending the Whittington Hospital and University College Hospital in London.  The UK Thalassaemia Society Journal, Thalassaemia Matters has recently published its 99th edition.  At a local level there is a strong driving force in Harrow, in the Asian community, to improve services.  There is a general feeling that thalassaemia is given inadequate attention in North West London.  Although the number of persons affected is relatively small their needs are not being met.

The patient’s voice

Patients and relatives are integrated into the Network and are involved in service review and planning.  The Report details specific comments from patients and relatives and their experience has contributed to the identification of many of the service gaps mentioned above.  
Involvement of PCT commissioning leads and the role of the network

To date the network has invested limited time in persuading the commissioning leads in each PCT of the unmet needs in relation to the haemoglobinopathies.  Now that neonatal haemoglobinopathy screening is recognised as a specialist service it has become more important that the commissioners throughout the sector are fully engaged.  The financial climate in North West London is not amicable to developments in the coming year.  Nevertheless commissioners will have to decide whether additional funding will be found for this high priority service.  

Recommendations and an action plan

The recommendations in section 7 of the report have been re-ordered so that each is targeted at an organisation with responsibility within the sector or for the sector.

Individual PCTs

It is recommended that districts without a community nurse specialist and with a substantial number of patients with haemoglobinopathy (for example, Westminster) appoint such a nurse.  For districts where there are fewer such patients (for example, Hillingdon and Harrow) they should appoint a community nurse specialist on a sessional basis.

Specialty commissioning

It is recommended that discussion take place about whether to continue the provision of the regional neonatal screening service from the Brent Centre to districts where there are specialist nurses or nurse counsellors in place.

It is recommended that the Brent Centre and the Riverside Centre work more closely together and that they adopt the protocol for the management of pregnancy that has been developed by the National Screening Programme. 

It is recommended that proposals to develop the register as a tool for improving patient management be put to the Specialist Commissioning Group.  In order to succeed there will need to be NHS funding for the two core members of staff that currently work at Central Middlesex on research money.  There will also have to be funding for software and hardware and time-limited funding for historic data entry. 

It is recommended that the network take steps to integrate the information provided by individual trusts and the voluntary sector and as a first step ensures that web information is fully linked.

It is recommended that steps be taken to improve collaboration between the local sickle cell and thalassaemia centres and the national voluntary organisations. 

It is recommended that a further psychology post be established to meet the current need and that this post be located at the Riverside Centre. 

It is recommended that the principles behind the expert patient programme continue to be adopted locally and that patients form an integral part of the network and in the prioritisation of developments.  

It is recommended that the haemoglobinopathy network be chaired by a PCT Chief Executive.  

It is recommended that effective management arrangements be put in place to support the network manager in taking forward the planned developments.

It is recommended that steps be taken for the formal establishment of a virtual centre for the management of sickle cell and thalassaemia as recommended by the UK Forum and the National Screening Programme.  

PCTs and Local Authorities

It is recommended that all Boroughs together with their local PCTs develop jointly their specialist social work expertise along the lines of Hammersmith and Fulham.    

Acute Trusts

It is recommended that the nurse specialist post at St Mary’s be funded by the NHS at the end of the period funded by the voluntary sector.

Strategic Health Authorities in North West and South West London

It is recommended that the North West London SHA include in their performance management role a review of progress in implementing the proposals listed in this review: and that the Director of Public Health at the South West London SHA with pan-London responsibilities ensure that the relevant elements of the National Screening Programme be fully implemented.     

1.
Introduction 

A background paper was prepared by Dr Jean Chapple in March 2004 that outlined the need for a review of specialist and main-stream services, including the screening services, the effectiveness of the clinical network; and the need for a development plan.  This paper was considered by the local Directors of Public Health who agreed to commission a review of the North West London haemoglobinopathy services.  A contract to carry out this review was awarded to Public Health Direct, an external consultancy firm.  The aim of the review was to ensure the effective and efficient use of current resources, both specialist and non-specialist, through service level agreements.  Particular attention was to be paid to the way in which the managed clinical network functioned as an entity. The review set out to consider the National Screening Programmes and the way in which it was being developed for both antenatal and neonatal screening in relation to the NHS Plan 2000. It was important to assess the degree to which the North West sector was taking forward the protocols and standards developed by the National Screening Programme as part of the London and national programme. 

2.
Approach

This consisted of a review of existing documents (See Appendix 1) and meetings and telephone discussions with groups and individuals.  A list of those consulted is shown in Appendix 2.  A draft report was prepared for a Clinical Network Meeting held on 8th November 2004.  This meeting was well attended and took the form of a series of workshops.  A summary of these workshops is attached as Appendix 3.  It was not possible to speak to some of the key stakeholders prior to the Network Meeting and so further meetings were held during November.  Their views have been incorporated into the final report.  This Review Report is being sent to the Specialist Commissioning team.  It is anticipated that they will then prepare a paper for consideration at the Specialist Commissioning Board on 18th January 2005.  A copy of this Review Report will be sent to the Network Office so that it can be distributed to Network members.  They will be invited to comment and prioritise the various development proposals.  Where recommendations are targeted at individual PCTs copies of the Report will be sent to PCT Directors of Commissioning. 

3.
The development of haemoglobinopathy services

Occurrence of haemoglobinopathies in the UK depends on the number and distribution of ethnic groups at-risk.  The North West London Sector has some of the highest percentages of these minorities in the UK.  The 2002 Labour Force Survey reported that 60% of people in Brent were from black and Asian ethnic minorities, 43.8% in Ealing and 42.8% in Harrow.  Other areas in London with large ethnic populations include Tower Hamlets, Newham, Redbridge and Hackney.  The proportion of the population from ethnic minorities is likely to grow in the North West London sector as much of the increase is due to immigration with new arrivals going to areas in London where they have family or community links.

In 2002 there were 1291 people with a significant haemoglobinopathy within the North West London Sector.  There is a 3% annual increase in patient numbers (from immigration and new births); therefore an additional 39 patients are being treated each year making haemoglobinopathies a significant health priority within the sector.

North West London has been at the forefront of managing haemoglobinopathies for many years when compared with the rest of England.  During much of that time it has been a leader in both research and clinical practice with the local research having an international reputation.  Services have been developed to meet the needs of the local population.  North West London has many major players in the haemoglobinopathy field.  In terms of institutions, key organisations include the Hammersmith Hospital, Queen Charlotte’s Hospital, St Mary’s Hospital, together with their academic affiliation to Imperial College.  The list also includes Central Middlesex Hospital, Charing Cross Hospital, Chelsea and Westminster Hospital, Ealing Hospital, Hillingdon Hospital, Northwick Park Hospital and West Middlesex Hospital.  Within these institutions are individuals from several different disciplines including paediatricians, haematologists, paediatric haematologists, specialist nurses and therapists.  There are two sickle cell and thalassaemia centres.  The Brent Centre is part of the North West London Hospitals Trust.  The Riverside Centre is part of the Hammersmith and Fulham Primary Care Trust.  There are additional community nurse specialists who work closely with the nurse specialist at the Riverside Centre.  They work in Ealing, Hounslow, Kensington and Chelsea and parts of Westminster.

4.
Current services

These have been described in several documents.  This Review Report includes selected information on existing services as well as ways in which services have been developed and how they currently function.    

4.1
Sickle Cell and Thalassaemia Centres in North West London

4.1.1
The Brent Centre

This was established in 1979.  It was for a time at Willesden Hospital, then at Central Middlesex Hospital but since 1996 has been located on the high street in NW10.  The present manager has been working at the centre since 1995.  The Centre is part of the North West London Hospitals Trust, that is the acute Trust responsible for both Central Middlesex Hospital and Northwick Park Hospital.  With the move to Harlesden the Centre has had more space and this has meant a larger critical mass of professional staff.  In particular this has allowed the nurse specialists, psychologists and administrative staff to work more closely together.  There are three specialist nurses for the community and one for hospital liaison in addition to the manager.  The manager is currently working part-time while she pursues a higher degree and there is an acting manager in post.

The Centre receives information on all antenatal screened mothers who are seen at either Central Middlesex Hospital or Northwick Park Hospital.  This means that they follow up the mothers from Brent and parts of Harrow.  In relation to neonatal screening they provide a service to many districts that were part of the original North West Thames RHA.  This service includes home visits as well as running clinics beyond the North West sector, for example, Watford Hospital.  When the Brent Centre sends one of its nurse specialists (community) to see a child identified through the neonatal screening service this visit is done jointly with the child’s local dedicated health visitor and where possible with the local haemoglobinopathy nurse specialist if one is in post.  There is both prior discussion between these nurse professional and subsequent contact so that each knows the management plan. 

In relation to family support through childhood and adult life the Centre provides a comprehensive service to Brent residents but only a partial service to Harrow residents.  

The manager described the current budget of £330,000 that covers the actual staff and running costs of the Brent Centre.  It does not cover the laboratory costs, nor the clinical costs of those involved in the antenatal and neonatal screening programmes nor those who deliver acute care.

4.1.2
The Riverside Centre

This centre in Shepherds Bush provides high street access as well as an administrative home for the community service.  There is one full-time nurse counsellor who provides an antenatal service, a family support service and a patient support service for those resident in Hammersmith and Fulham and those who were formerly seen in the Hammersmith Hospital.  With the move of hospital paediatric services from the Hammersmith to St Mary’s, the Riverside centre sees residents from a wider area than Hammersmith and Fulham, including Kensington and Chelsea.  A second nurse specialist provides a service to Kensington and Chelsea and parts of Westminster.

4.1.3 Other specialist nurse services

There are two other nurse counsellors who work collaboratively with the Riverside Centre.  They provide a service to Ealing and Hounslow.  The workload is considerable and this is described in the quarterly reports given by each nurse at meetings of the Group A Liaison Group.  A useful introductory document is the Riverside Haemoglobinopathy Review of April 1999.  St Mary’s have appointed a hospital based haemoglobinopathy specialist nurse, funded (from charitable funds) on a one-year contract.

4.1.4
Clinical and laboratory specialist services

These are not described other than to say that they are well developed throughout the sector.  On the clinical side there are well-organised relationships between specialist centres and local hospitals that see few haemoglobinopathy patients.  The specialist centres include Central Middlesex Hospital, Hammersmith; St Mary’s and Queen Charlotte’s Hospital for obstetric and midwifery care.  There are some specialist services, for example, bone marrow transplantation, that are only carried out at St Mary’s.  

5.
The development of the clinical network

There has been a collaborative relationship between many of the key players in North West London over many years.  Three years ago these arrangements were strengthened through the attachment of Dr Mabel Alli, who was at that time a public health specialist registrar, as network coordinator.  In 2002 the arrangements were further formalised by the appointment of Dr Alli to the role of network manager initially as Senior Clinical Medical Officer and in 2004 as Associate Specialist.  Her line management is through the Director of Public Health at Brent PCT.  Salary support comes from PCTs in the North West sector.  The achievements of the network and some of the ongoing challenges are described below.  In terms of governance there have been various attempts to decide the size and membership of the network organisation.  What is clear is that several of the subgroups work extremely well while the overall organisation, whether Board or Steering Group, has been less successful in providing either strategic direction or political clout.  Subgroups include the Registry Board, the protocol group, the public information and community support group and liaison group A and B.  Local Liaison Group A has met since 1995 under various names.  Its main purpose is to be a forum for sharing information about clinical practice, with a specific focus on the work of haemoglobinopathy counsellors.  Membership of the group reflects this purpose, and includes haematologists, counsellors, paediatricians, social workers, patient interest groups, commissioners and other stakeholders.

One of the most successful events has been the annual conference.  Another success has been the newsletter and the website (www.haemoglobinopathy.org).  There has been increasing involvement of patients and their families in the work of the network.  In assessing the network it has been useful to compare progress with other sectors in London.  Several of the references listed in Appendix 1 come from North East London whose network began at about the same time as in North West London.

5.1 Network funding

In 2002-2003 a budget for the management of the network was agreed by the PCTs.  Contributions were broadly similar for each PCT and these have subsequently been adjusted for the year 2004-2005 and 2005-2006 based on black and minority ethnic populations using the 1998 ONS population projections.  The funding position is shown in Appendix 4.  This has been prepared by the Finance Department at Brent PCT.  There has been no increase in contributions for three years. Any surplus year-on-year has been used to balance the position in the subsequent year. There will need to be an increase in contribution both in 2005-2006 and 2006-2007 as there is no surplus. The projected budget for the year 2005-2006 is ££76,345, an increase from £63,000 in the previous year, and the contributions from each PCT have now to be formally agreed.  

6.
Key issues

6.1
Screening, counselling and the nursing roles

Discussion with the Manager of both centres and with nurse specialists revealed some of the important areas that needed to be addressed.  

6.1.1
Training

In relation to nurses the course that is available to become specialised in haemoglobinopathies lasts 15 days (the ENBN08) and compares poorly with other specialist nursing courses.  This means on the one hand that nurses with appropriate backgrounds (health visiting and midwifery) can reach specialist status quite quickly.  On the other hand there are few courses, and few entrants because the career path is so poorly developed.  If new nurse specialists are to be appointed to improve the service it will be important to ensure that they are not professionally isolated.  The National Screening Programmes has funded and developed a structured training programme (PEGASUS) for all health care professionals involved in working in this specialist field.  The programme is competency-based and is planned to come on stream in February 2005. 

6.1.2 Consistency of approach across the sector.  

Both centres have well developed protocols for all their interventions.  The Sickle Cell and Thalassaemia Association of Counsellors has developed genetic counselling standards, both antenatal and neonatal, and these standards have been adopted by the National Screening Programme.  Appendices 5.1, 5.2 and 5.3 show a flow chart of neonatal screening that has been adopted across London.  It has three sections: from newborn to sampled newborn; from sampled newborn to tested newborn; and from positively tested newborn to treated newborn.  Within the sector, at present, there is no standard protocol for managing pregnancy nor for antenatal screening.  There is a standard protocol for neonatal screening but this occurs because the Brent Centre provides the neonatal service across the whole sector.  Several of the nurses including the Brent Centre believe that there should be a single organisation across the North West sector.  This does not need to be a single geographical location and it could function as a virtual centre.  

6.1.3
Collaboration between centres and the avoidance of duplication

Historically the Brent Centre has held the contract for providing the neonatal screening service.  This has included a visit to families in the old North West Thames Regional Health Authority area.  These visits are short-term interventions in what is usually the long-term care and support provided by local nurse professionals.  In the case of carriers there is likely to be a single visit and in the case of affected children, two visits.  The Brent Centre nurses are responsible for liaison with local nurse counsellors and with local health visitors.  They are also responsible for making onward referrals to specialist services.  Given that the nurse counsellors at Hammersmith and Fulham, Kensington and Chelsea, Ealing and Hounslow provide an antenatal service, family support and support to the patient during childhood and adult life, it is to be questioned whether the neonatal screening service is best provided by the Brent Centre in these specific PCTs.  A new factor now is the National Screening Programme and this provides an opportunity of streamlining some of the services to avoid duplication.  

As mentioned above, there is a need for the development of a protocol for the patient’s pathway through pregnancy.  Work done across London on this could be shared.  It is important that protocols developed by the National Screening Programme on patient pathways should be adopted.  

6.1.4
Relationships with generic community nurses and with primary care

One of the issues to be considered during the review was the relationship between specialist nurses and other generic community nurses.  Should midwives be supported by a community nurse who specialises in haemoglobinopathies?  Midwives already have considerable responsibilities to advise and explain to pregnant women the purpose of screening and the consequences that flow from the results of screening.  This they have to do for a wide range of screening services.  Few midwives will be expert in all these different conditions and are likely to need support from specialist nurses.  It appears that in districts where there are specialist haemoglobinopathy nurses they will take over much of the responsibility of tracing partners and organising partner testing.  They are also involved in helping midwives understand the complex ramifications of haemoglobinopathy screening.  Where such specialist nurses are not present midwives find working through all the problems associated with haemoglobinpoathies both time consuming and difficult.  In North West London there are no specialist nurses whose entire caseload is antenatal screening.  There has been some controversy within the network over whether districts need a community nurse who specialises in antenatal screening.  Perhaps this is the wrong question.  The more pertinent question is do districts need community nurses who specialise in haemoglobinopathies.  In high prevalence districts the answer would appear to be yes.  

6.1.5
Gaps in the service

Discussion with nurses involved in haemoglobinopathy services has identified several issues that appear to be unresolved.  Firstly there is the question of gaps in the community nursing services in north Westminster, Hillingdon and parts of Harrow.  This is not primarily a question of antenatal screening it is more about specialist nurse availability to manage and support children and their families and adolescents and older adults.  In two hospitals there are nurse specialists who are integral members of the team who have a direct management role both in hospital and beyond.  At Northwick Park the specialist nurse is based at the Brent Centre; and at St Mary’s the specialist nurse is funded (from charitable funds) on a one-year contract.

6.1.6
Administrative and management issues 

Perhaps the greatest improvement would come from clear management structures.  At present the nurses are split between an acute Trust and several PCTs.  Within the acute Trust there are lines of management and professional accountability to a lead professional, the Director of Nursing, although it was not possible to assess the extent of these arrangements.  Within the Riverside Centre and its associated nurse specialists in other PCTs there was a loose set of arrangements that provided cover for holidays and sick leave.  Nevertheless there was no evidence of line management arrangements across the PCTs and no overall lead for professional accountability.   

6.1.7
Cost

The cost of additional community nurse specialist sessions (H grade) to Hillingdon, Westminster and parts of Harrow will depend on the number of sessions.  Funding is needed for a hospital specialist post (H grade) at Mary’s.  If the Brent Centre were to transfer some of the neonatal screening to local practitioners there would need to be a transfer of money to support the additional local caseload.  

6.2
Clinical protocols

There has been strong collaboration between clinicians in North West London over many years.  This predates the establishment of the Clinical Network.  Nevertheless during the last two years there has been further progress and there now exist many agreed protocols for managing acute hospital episodes.  Less work has been carried out in standardising practice in the antenatal period, neonatal period and in early childhood.  This is on the agenda for the protocol group. 

6.3
Registry

6.3.1
Background

Haemoglobinopathy registries were recommended by the Standing Medical Advisory Committee Report as a way of improving services provided at a local level, whilst monitoring long term outcomes and mortality thereby assisting in planning and providing better patient care.  In response to these findings the European Haemoglobinopathy Registry was established at Central Middlesex Hospital initially with the remit of monitoring sickle cell patients treated with hydroxyurea and subsequently expanded as a clinical tool for the management of all sickle patients attending it member hospitals.   

This registry was set-up in 1998 by Professor Sally Davies in collaboration with nine other European Centres to monitor the long-term treatment effects of sickle cell disease patients treated with hydroxyurea.  During that period it was managed by a European Concerted Action Group of haematologist who contributed £25,000 in set-up costs.  The funding enabled the purchase of IT hardware and software including the Patient Analysis and Tracking System database (PATS) to set up the registry.  In 1999, following the results of a pilot study of the sickle patients on hydroxyurea, Central Middlesex Hospital secured a three-year Department of Health grant to study the long-term outcome of sickle patients on hydroxyurea treatment using registry data.  In 2002 a further three-year Department of Health grant was secured to continue this study and help develop the registry as a clinical tool in the management of patients with sickle cell disease.  The registry within Ealing, Hammersmith and Hounslow Health Communities started in February 2001 with a planned three-year duration with the aim of improving treatment and outcomes for sickle cell disease and thalassaemia patients.  The aim was to populate the Registry based at Central Middlesex Hospital with patients’ clinical and demographic data in order to develop a comprehensive registry of information for the improvement of patient treatment and outcomes.  The registry was rolled out to include Ealing, Hammersmith and West Middlesex Hospitals. In addition Brent PCT provided funding to assist with data collection at Central Middlesex Hospital during 2003.  The current Haemoglobinopathy Registry Group, chaired by Dr Mark Layton, was established to oversee the development of the Registry in these three hospitals.  The original proposal, however, was not an on-line system that would be of immediate benefit to clinicians and not one that would allow the clinician to interrogate the register in real time when facing a patient with a new problem.  

Benefits

Achievements to date have highlighted and clarified what is needed from the registry and why it is fundamental to both the commissioning of services and the continued improvement of treatment and survival of sickle cell disease and thalassaemia patients.  The registry has immediate benefits for patients, the health care professionals, and the PCTs.  Already the registry has provided a more accurate picture of the numbers and age groups of patients as well as a better understanding of the numbers of cross boundary patients from other areas.  Comprehensive evidence- based data sets have been developed for sickle cell disease for the collection of accurate and meaningful data.  Automatic reporting systems have also been developed to produce timely and comprehensive patient reports and anonymised demographic reports. For example, simple infection prophylaxis has significantly improved life expectancy in children over the last two decades.  The registry can produce accurate timely reports that identify those children not taking their prophylactic antibiotics or that need specific immunisations.  These children can be targeted by the nurse counsellors and doctors to initiate treatment and provide patient/carer education about the importance of infection prevention.  Patient clinical reports provide a concise summary of the patient’s significant medical history that is vital in routine clinical management of patients with a chronic disease with vast amounts of medical notes (up to 16 volumes for the most severely affected).  For example, if a patient had a transfusion reaction 20 years ago this is critical information to know for the safe management of the patient but which could easily be buried in old notes and not remembered by the patient especially if it happened during childhood or when the patient was critically ill.  The registry ensures this information is retained and available immediately.  The registry also provides a forum for patient empowerment and active involvement in their care.  The hydroxyurea tabular and graphical clinical reports provide a summary of the patient’s response to treatment since commencement.  This can be up to ten years of data in a few pages.  These reports are used to monitor and adjust the hydroxyurea dose with the patient in response to how effective the current dose is.  For example, if a patient has had an increase in pain and inpatient admissions in the last year then the treatment dose can be raised provided the data show it is not already at toxic levels. 

In the long term the registry will be an invaluable resource locally, nationally and internationally as the data can be used for future research into the clinical management and treatment of patients.  This is vital for our local patients as most current sickle cell research originates in the US and Jamaica and is not directly transferable to our local sickle population due to the different health care systems, climate and patient characteristics. 

This next phase of the registry development will reflect the changes occurring throughout the NHS by being able to integrate into the new systems being rolled out by the National Programme for Information Technology (NPfIT).  

6.3.2
Development proposal

The aims of this next phase are to consolidate the existing system and to bring on board other hospitals in the sector; to provide a vehicle for the roll out of the NHS National Plan of Haemoglobinopathy Screening; provide up-to-date information that will be useful for holistic patient care and to improve clinical management via a web based interface to registered clinicians and users of the registry; and to enable accurate planning of acute and community services thereby enabling the commissioning of the right level of services. 

Creating an electronic network of the data held on the European Haemoglobinopathy Register will enable consultants to access up-to-date clinical information that will improve patient treatment.  The North West London Haemoglobinopathy Managed Clinical Network will be able to draw on registry information to develop ‘best practices and procedures’ to further improve the quality of treatment to sickle cell and thalassaemia patients. With improved neonatal screening and early diagnosis, it will be important to ensure that there is no duplication of entry data.  

6.3.3 Financial 

In 2001 the former Ealing, Hounslow and Hammersmith Health Authority had funded a post of data coordinator using LIS money.  This post was for three years.  In January 2004 a presentation was made to the specialist commissioning group in an attempt to secure funding (£23,000) for continuing this post. Unfortunately the bid was not successful.  At present no NHS money is financing the register or its development.   
The funding proposal is for maintaining and developing the current registry within the existing four hospitals and extending it to include the other five.  The current project management will cover all of the joining communities.  To date, the European Haemoglobinopathy Register has borne the full cost of its capital expenditure.  Funding for computer hardware was allocated for Ealing, Hammersmith and West Middlesex Hospitals during the previous three-year project.  The majority of expenditure for this project over the next few years will be revenue as follows.

Staff costs 

These costs are presented in detail in Appendix 6.1.  Registry core staff include one WTE Project Manager and one WTE IT Manager.  It is proposed that the IT post continue full-time for two years and then is reduced to 0.6 WTE.  In terms of data coordinators the Table in Appendix 6.1 shows three whole time equivalents.   They would be employed on a fixed term contract working across the nine hospital sites.  The data co-ordinators will be managed by and report to the project manager.  The first year staff cost is estimated to be £198,369.  This drops to £86,307 in year 4 and subsequently.  Acknowledging the financial position of many PCTs in North West London it would be possible to delay the appointment of the third data coordinator who could start in year 2.  This would reduce the year 1 staff costs to an estimated £166,407.   The estimated costs of the full proposal for an average PCT are approximately £30,000 falling to £15,000 in year 4 and recurrently.  In terms of cost per patient these work out at £190 per patient in year 1 and £93 per patient in year 4 and recurrently.  These costs are relatively small when compared with the annual costs of patients with sickle cell and thalassaemia.   

Software licenses and technical support
The estimated annual software licences and technical support costs for the Registry are £8,822, increasing by 5% annually.  Further detail is provided in Appendix 6.2.

Network development

The current estimate of upgrading the PATS database to a web based interface and expanding the registry to the five remaining hospitals is circa £20,421.  Further information is provided in Appendix 6.3.

Other technology costs 

IT and office equipment costs for the five new member hospitals are estimated at £17,500.  In year four existing registry member hospitals will require replacement IT equipment at an estimated cost of £14,000.  Additional information on equipment replacement is provided in Appendix 6.4.  

6.3.4
Project management arrangements

Development of the Registry within the NWL Sector is overseen by the Haemoglobinopathy Registry Board.  The Registry is based at Central Middlesex Hospital and managed by Annette Gilmore, who will report to the Haemoglobinopathy Registry Project Board and Professor Sally Davies.  Registry staff would be employed by the North West London Hospital Trust.  The existing quarterly reports from the registry will continue, supplemented by an annual report.  The system that is being planned ensures that current best practice is adhered to as defined by the NHS Information Authority guidelines and Caldicott Report by being secure and only accessible to clinicians who need to see the data and are registered to use the system.  Extending the registry to the remaining five hospitals in the Sector will require efficient project management and staff management. 

The most difficult part in the development of the registry has now been completed. The next phase is the utilization of the expertise and technology that has been gained over the last three years.  If funding is not secured then the previous investment by Brent, Ealing, Hammersmith and Hounslow Health Communities will have been wasted.  The registry will become obsolete and the experience, knowledge and collaborative working gained in developing and maintaining the only multi-site clinical haemoglobinopathy registry in the UK will be lost.  

Much of this section has been taken from documents developed by the Register Group.  The costing has taken a realistic view about the costs of inputting data, particularly data that relate to the patients previous history.  The immediate priority for current core staff is to work with PCTs and Hospital Trusts on the development of the future service.  Clinicians are already enthusiastic.  Key players now are the Senior Information Technology Managers who need to be involved so that the future system can be introduced with their active support and cooperation.  They also have a critical role in ensuring that these developments are integrated with the major developments in electronic patient information systems being introduced through the NPfIT programme.  

6.3.5 Work plan for register project 

The core staff at Central Middlesex Hospital have prepared a three year work plan and timetable for the piloting and development of the web-based system.  This has been included as Appendix 7.1 and 7.2.

6.4
Information for patients


The clinical network has made significant progress in developing user and client support groups and has increased their involvement in service planning and service delivery.  The network has published an information booklet that provides a list of services that are available so that individuals can better access services.  There is a well-developed network bulletin or magazine and a well-developed series of meetings and annual conferences.  What is also evident is that many of the acute Trusts, PCT and voluntary sector organisations are producing information and listing it on their individual web sites.  The network needs now to link this information so that it is more readily accessible to the public.  The EHR website at www.hbregistry.org.uk has been updated and developed to provide up to date information to health professionals and patients on both the registry and sickle cell and thalassaemia primary and secondary care services in the North West London.

6.5
The psychology service

Many individuals with sickle cell and thalassaemia cope well with their illness and lead active lives.  However, psychological problems have been repeatedly documented (Anionwu & Atkin 2001).  Several problem areas have been described including mood disturbance, treatment compliance, interpersonal difficulties, depression, anxiety, isolation, feelings of helplessness, poor coping with pain, aggression and lowered self esteem. The evidence for psychological interventions including cognitive behavioural therapy in sickle cell disease is encouraging (Anie & Green 2002), however more work needs to be done in thalassaemia (Anie & Massaglia 2002). There is a well-developed psychology service for children and adults at the Brent Centre with full-time specialist and assistant positions. The Principal Psychologist has developed a pain management manual this has made an important contribution to patient management.  Referrals are taken from across the sector, however under current arrangements there are not enough staff to cope with demand.  There is a need for an additional whole time equivalent post.  Given the unmet need for those living on the south and west parts of the sector it would be useful to place this new position at the Riverside Centre.  

6.6
Local authority services

In discussing the services provided by local authorities most information has come from individual social workers.  Hammersmith and Fulham is the only local authority to have a social worker that specialises in haemoglobinopathy support and she spends 80% of her time on specialist work and 20% on general work.  Her post is jointly funded by the PCT and Hammersmith and Fulham Council.  Her specialist role includes linking with national organisation, local centres and developing and supporting local groups.  She also attends outpatient and other sessions at her main hospitals, Hammersmith and Charing Cross.  The population that she serves is those resident in Hammersmith and Fulham and those who attend either Hammersmith of Charing Cross hospitals.  She specialises in housing advice, finances, benefits, problems at work and at school and in most of these areas information is available from the National Societies.  

In all other Boroughs clients will be referred to the social worker on call and cases will be distributed amongst the whole social work team.  In the past, in Brent, between 1997 and 2000 there was a social work post funded through joint finance.  At the end of this period there was a report on the success of the project by Emense Tullach and Lola Oni.  It concluded that the specialised social service should receive mainstream funding so that it could continue its valuable work.  They recommended that the post be incorporated into Brent’s general social service so that the social worker would have the same status as mainstream social workers but that the social worker should be based in the Brent Sickle Cell and Thalassaemia Centre so that she could ensure effective and appropriate joint working.  Unfortunately the post was not funded after the initial three-year project.  Hammersmith and Fulham is the only borough that currently prioritises sickle cell and thalassaemia.  The overall care of those with haemoglobinopathies would be improved if Boroughs provided some specialist sessional time within their social work establishments.  Given the example of Hammersmith and Fulham further discussion of joint funding should take place in other London boroughs.

6.7
The voluntary sector

6.7.1
The Sickle Cell Society

North West London is fortunate in having the national headquarters of the Sickle Cell Society located in Brent.  It came about through the combined efforts of local councillors and local community leaders.  It is now in its 25th year and has a long track record of supporting people with sickle cell.  It has recently reorganised its administration and now has regional coordinators.  The local regional coordinator, who is also the national deputy director, covers North West London and North Central.  The Sickle cell society has many programmes.  One of these was tested in two London districts, in Brent and in Hackney.  This provided a project coordinator and was aimed at improving respite, hospital visiting and befriending.  It began two years ago and in Hackney was integrated into the local Hackney Sickle Cell Centre.  The funding was picked up by the local authority and the project is now both active and successful.  In Brent the project was run out of the National Office in Station Road NW10 and it appears that it was run independently of the Brent Sickle Cell Centre Office (High Street, NW10).  The funding for this project has not been adopted by either the NHS or Brent Council and so the project has come to an end.

One of the aims of the National Sickle Cell Society is to develop local support groups.  The Society has established a Welfare Fund and an Educational Fund but these funds are modest and can only support a small number of clients.  The Society has been involved in helping clients with applications for disability allowance and in advising on travel insurance.  It organises children’s holidays and various outings.  It also has a significant role in funding and supporting research.

In discussing the roles of the voluntary sector and the interface with the NHS and the various local authorities in North West London it appears that much is done in isolation.  There seems to be little or no coordination between the key players and this would seem to disadvantage many patients who use the NHS services.  

6.7.2
The UK Thalassaemia Society

The UK Society was founded in 1976.  It started as a support group for those who were attending the Whittington Hospital and University College Hospital in London.  The total number of persons with beta thalassaemia in the UK is approximately 830.  In London there are more persons with thalassaemia who are adult whereas outside London there are more children.  At the UK Society there is one full-time coordinator and a half time support worker.  Additional help is provided by Trustees.  The Society has a substantial publication list of videos, books and pamphlets.  The UK Thalassaemia Society Journal, Thalassaemia Matters has recently published its 99th edition.  It has also funded a number of major research projects.  It hosts a national conference annually.  It has conducted a number of patient surveys and has fed these results into the national standard for treatment that are currently being prepared.  The coordinator drew attention to a number of shortcomings in the existing system.  Because thalassaemia is relatively rare, treatment needs to be centred on hospitals with significant numbers of patients to support a critical mass of professionals.  Although much can be done in local hospitals, particularly blood transfusion, people with thalassaemia should be seen at least once every year in a specialist centre.  As young patients get older there are additional problems including iron overload, osteoporosis and hepatitis C.  

At a local level there is a strong driving force in Harrow, in the Asian community, to improve services.  There is a general feeling that thalassaemia is given inadequate attention in North West London.  Although the number of persons affected is relatively small their needs are not being met.  At a recent conference in Harrow (16th September 2004) one of the presenters, who was himself a patient discussed the importance of following treatment to the letter in order to reduce high ferritin levels.  There was then a discussion about how families cope with having a thalassaemic son or daughter and how the children can be made to feel worthless, demoralised and discouraged.  There is still a major stigma and many families will keep the child’s diagnosis hidden.  The national society stressed the importance of opening up this debate.  Perhaps the most successful way of spreading information is through faith-based organisations. 

6.8
The patient’s voice

Brief interviews were held with three individuals who described some of the successes and failures of the current system.  The mother a son with beta thalassaemia described her experience of the diagnosis and early treatment prior to the establishment of antenatal and neonatal screening.  She developed a close relationship with the clinical staff at Northwick Park and the Whittington Hospital and University College.  At Northwick Park she set up a support group that worked alongside clinicians as they developed their own skills.  The father of a sickle cell child described the variable treatment that had been received when admitted to different hospitals.  He stressed the importance of standardised protocols for the clinical staff and the importance of standard information for patients and their relatives.  The adult patient had been a patient at Hammersmith Hospital since 1979.  His experiences of emergency admission to many hospitals had been generally positive.  He strongly supports the current agreement with the London Ambulance Service that allow for admission to the base hospital where the patient is known.  He also stressed the importance of carrying a card or some form of patients held medical record so that treatment could be initiated quickly.  

6.9
Professional voices

As mentioned above the Sickle Cell and Thalassaemia Association of Counsellors has been proactive in the development of standards and protocols.  The British Society for Haematology has published a report on haematology consultant manpower in the 21st century.  Many of the other professional bodies and associations have produced reports on specific aspects of sickle cell and thalassaemia but these have not been reviewed.

6.10
Involvement of PCT commissioning leads and the role of the network

The network has been responsible for the whole range of haemoglobinopathy services across the sector.  It is the appropriate place to develop advice to commissioners.  The objectives of the network, as enunciated in the 2003-2006 action plan that was endorsed by the Network Board in Sept 2002, are:

· Identifying and agreeing shared clinical protocols for best care

· Capturing and sharing data (haemoglobinopathy register) for effective clinical management, clinical governance and research

· Defining screening and post-screening service configuration and patient pathways for seamless care across borough boundaries

· Increasing education and awareness of sickle cell and thalassaemia in the community, in particular amongst young people entering reproductive age

· Developing the prevention role by supporting the NHS Plan and the national antenatal and neonatal haemoglobinopathy screening programme.

So far the network has been less successful in articulating the future needs and in preparing appropriate documents that can influence individual PCT Commissioners and now the Specialist Commissioning Group.  Business cases need to be well researched and well argued if they are to succeed especially in North West London where many of the PCTs have substantial financial deficits.  There is little evidence that the eight PCTs are yet sufficiently involved in discussions about pan sector developments.  Now that haemoglobinopathies are recognised as a specialist service it has become more important that the commissioners throughout the sector are fully engaged.  This means both an understanding of the problems and ownership of the solutions.  It is also important to reinforce the role of the clinical network as the principal body that advises on haemoglobinopathy services across the entire range of prevention and treatment.  This includes the screening programmes.  It should also be seen as the main organisation that is involved in the implementation of service developments and in their evaluation.

Following the current review it is expected that recommendations that are adopted by the network will be put to the Specialist Commissioning Group with the intention that those proposals that are agreed can be implemented in the new financial year.  This is of particular importance for registry posts and for the hospital specialist nurse at St Mary’s.  All three of these posts are currently funded by soft money.  In addition the unmet need both in Westminster, Hillingdon and Harrow for specialist community nurses will need to be addressed.  The financial climate in North West London is not amicable to developments in the coming year.  Nevertheless commissioners will have to decide whether additional funding will have to be found for this high priority service.  It is important to remember, however, that some developments can be cost neutral and much can be achieved in relation to the integration and reorganisation of the nursing and screening services that does not require additional finance.

7.
Recommendations

7.1
Screening, counselling and the nursing roles

It is recommended that districts without a community nurse specialist and with a substantial number of patients with haemoglobinopathy (for example, Westminster) appoint such a nurse.  For districts where there are fewer such patients (for example, Hillingdon and Harrow) they should appoint a community nurse specialist on a sessional basis.

It is recommended that discussion take place about whether to continue the provision of the Regional neonatal screening service from the Brent Centre to districts where there are specialist nurses or nurse counsellors in place.

It is recommended that the nurse specialist post at St Mary’s be funded by the NHS at the end of the period funded by the voluntary sector.

7.2
Clinical protocols

In relation to the model of care particularly for children and their families it is important that the two main centres at Brent and at Riverside begin to function more closely. This means more collaboration and the adoption of similar policies in relation to those developed by the National screening Programme. 

It is recommended that the Brent Centre and the Riverside Centre work more closely together and that they adopt the protocol for the management of pregnancy that has been developed by the National Screening Programme. 

7.3
Registry and the sharing of clinical information

There is strong clinical support for developing a clinical information system that is accessible to health care staff.  Its purpose is to improve the care of patients irrespective of which hospital they attend.  Although the proposal for a patient clinical information system requires funding that goes beyond the core staff themselves, funding their salaries is a first and necessary step to getting the system up and running.

It is recommended that proposals to develop the register as a tool for improving patient management be put to the Specialist Commissioning Group.  In order to succeed there will need to be NHS funding for the two core members of staff that currently work at Central Middlesex on research money.  There will also have to be funding for software and hardware and time-limited funding for historic data entry. 

7.4
Information for patients and the public

Although there are many contacts between the local centres and the national voluntary societies these could be improved. 

It is recommended that the network takes steps to integrate the information provided by individual trusts and the voluntary sector and as a first step ensures that web information is fully linked.

It is recommended that steps be taken to improve collaboration between the local sickle cell and thalassaemia centres and the national voluntary organisations. 

7.5
The psychology service

It is recommended that a further psychology post be established to meet the current need. 

7.6
Local authority services

It is recommended that all Boroughs together with their local PCTs develop jointly their specialist social work expertise along the lines of Hammersmith and Fulham.    

7.7
The voluntary sector

It is recommended that steps be taken to improve collaboration between the local sickle cell and thalassaemia centres and the national voluntary organisations. 

7.8
The patient’s voice

It is recommended that the principles behind the expert patient programme continue to be adopted locally and that patients form an integral part of the network and in the prioritisation of developments.  

7.9
Involvement of PCT commissioning leads and the role of the network

It is the experience in other sectors and in relation to other diseases and conditions that the clinical networks function at their best when chaired by a PCT Chief Executive.  Each Chief Executive within the sector is likely to be chairing several such networks.  Nevertheless if the future of the haemoglobinopathies is to be secured then they need chairing at this level to be effective.  Under the current arrangements the Chief Executive who is most associated with the haemoglobinopathy programme is the Chief Executive of Brent PCT.  

It is therefore recommended that the haemoglobinopathy network be chaired by a PCT Chief Executive.  

When it comes to the management of the network there are excellent reasons for the role to be filled by a public health doctor.  These include the breadth of knowledge, the understanding of the populations needs and the ability to balance both preventive and treatment services.  The difficulty of managing a network, however, should not be underestimated.  In North West London there are many powerful players in the system.  The skill required of the manager is to bring these players together to improve the care of patients.  

It is recommended that effective management arrangements be put in place to support the network manager in taking forward the planned developments.

There is strong national support for the designation of centres (of excellence) within each of the sectors.  In North West London there is already close collaboration between the various Trusts.  The most practical arrangement will be for a virtual centre in which Central Middlesex, Hammersmith, Queen Charlottes and St Mary’s work together as a single entity.  

It is recommended that steps be taken for the formal establishment of a virtual centre for the management of sickle cell and thalassaemia as recommended by the UK Forum and the National Screening Programme.  

7.10
Monitoring and performance management of the North West London PCTs and Trusts.

Although there is an expectation that PCTs and Hospital Trusts will monitor their own progress in improving services to patients with sickle cell and thalassaemia there are other monitoring responsibilities held by the Strategic Health Authorities in North West and South West London.

It is recommended that the North West London SHA include in their performance management role a review of progress in implementing the proposals listed in this review: and that the Director of Public Health at the South West London SHA with pan-London responsibilities ensure that the relevant elements of the National Screening Programme be fully implemented.     

8.
The action plan

The recommendations in section 7 above need to be targeted at PCTs; specialty commissioners; PCTs and local authorities; acute Trusts; and the Sickle Cell and Thalassaemia Centres and the voluntary sector.  Many of the recommendations will require funding if they are to be implemented.  One of the benefits of the designation of the term specialist commissioning for sickle cell and thalassaemia is that all eight PCTs will need to consider the issues and the potential benefits across the whole of the North West sector.  There is a useful paper by Jacquie Westwood based on her experience in South East London on financial arrangements and risk sharing in relation to specialty commissioning for the neonatal service.     

In relation to the chairmanship of the Managed Clinical Network a letter should be sent to the PCT Chief Executives Group asking them to nominate one of the Chief Executives to take on this role.

In relation to the integration of neonatal screening into the wider management of both sickle cell and thalassaemia a local nursing workshop should be held and facilitated by an outside specialist.  It is proposed that Christine Williams should be invited to facilitate this meeting. 

In view of the planning timetable and the preparation of local development plans it is proposed that this report should be sent to all PCTs in advance of the meeting of Specialist Commissioners that has been arranged for January 18th 2005.  In view of the responsibilities for performance management the Report will be sent to the Director of Public Health at the North West London Strategic Health Authority and to the Director of Public Health at the South West London Strategic Health Authority in her lead role across London for the implementation of the National Screening Programme.   

In relation to the development of an integrated patient management information system it is proposed that an early meeting be held with the Directors of Information Services in both acute Trusts and PCTs.
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	25th October 2001
	Letter to Network members including report of the Managed Clinical Network Consultation Group meeting. 

	November 2001
	Haemoglobinopathy services in East London.  A report on the ongoing work of the clinical haemoglobinopathy network.  London. Public Health Direct.

	2001
	Proposal for the development of a tri-district psychological service fro patients with sickle cell disease and thalassaemia.  Prepared by the North East London Clinical Network.

	2001
	Updated reading list compiled by Lola Oni.  

	2001
	Anionwu E, Atkin K.  The politics of sickle cell and thalassaemia.  Open University Press.

	January 2002
	Edwards N.  Clinical networks: advantages include flexibility, strength, speed and focus on clinical issues.  British Medical Journal 2002; 324: 63.

	8th March 2002
	Minutes of the Haemoglobinopathy Register Board.

	March 2002
	Bid for 2002/2003 funding from Haemoglobinopathy Register Project.

	March 2002
	Okpala I et al.  The comprehensive care of sickle cell disease.  European Journal of Haematology 2002; 68(3); 157.

	1st April 2002
	Dr Mabel Alli appointed as SCMO with special responsibilities for the Managed Haemoglobinopathy Clinical Network 

	12th April 2002
	Statistics from 1988-2001 compiled by Annette Gilmore on number of patients with haemoglobinopathies and numbers on Haemoglobinopathy European Register.

	7th May 2002
	Letter from Dr Zach de Beer announcing Dr Alli’s appointment and inviting nominees from CEs of PCTs, Acute Trusts, and SHA, and Directors of Public Health from the PCTs, the Strategic Health Authority, the Public Health Observatory and the Regional Director of Public Health for the inaugural meeting of the clinical network.

	6th May 2002
	Briefing paper from Dr Alli to Dr Zach de Beer on the issues facing the Network. 

	8thMay 2002
	Briefing note from Dr Mabel Alli for the new management team in Brent PCT.

	19th June 2002
	Email from Dr Mabel Alli to Gillian Francis-Musanu addressing the issue of the benefits of the register being developed by Hammersmith, West Middlesex and Ealing hospitals.

	3rd July 2002
	Inaugural meeting of the Network.

	July 2002
	First Newsletter. 

	August 2002
	Action plan.  Written for the first Steering Group Meeting of the network.

	30th August 2002
	Meeting between NWL Specialist Commissioning and the Haemoglobinopathy Clinical Network.

	30th August 2002
	Briefing paper for the lead Specialist Commissioners. 

	23rd September 2002
	Letter from Lise Llewelyn, Chief Executive of Brent PCT to Dr Jacquie Westwood, Director of Specialist Services in South East London and formal link into the RSCG for London.

	September 2002
	Three-year delivery plan for the managed clinical network 2003-2006.

	September 2002
	Business case submitted to the haemoglobinopathy antenatal screening programme for haemoglobinopathy specialist nurse for St Mary’s Hospital and Hillingdon Hospital catchment areas.

	30th September 2002
	First Steering Group Meeting chaired by Dr Zach de Beer.

	October 2002
	Newsletter No 2.

	3rd October 2002
	Minutes of the Brent Primary Care Trust and Harrow Primary Care Trust Sickle Cell and Thalassaemia Liaison Committee.

	8th November 2002
	Financial arrangements and risk sharing.  Document prepared in North East London to assist the specialist commissioning group. 

	10th December 2002
	Letter from Lise Llewelyn, Chief Executive of Brent PCT, to Directors of Public Health and Directors of Commissioning in the eight PCTs in North West London and to Dr Michael Soljak, Head of Strategic Intelligence Unit and formal link into the NWLSHA.  The purpose was to remind them of the resource implications of improving care.

	2002
	Anie KA, Green J. Tata P, Fotopoulos CE, Oni L, Davies SC. Self-help manual-assisted cognitive behavioural therapy for sickle cell disease. Behavioural and Cognitive Psychotherapies 2002; 30: 451-458. 

	January 2003
	Newsletter Number 3.

	20th January 2003
	2nd Steering Group Agenda for the Meeting of the Managed Network.

	20th January 2003
	2nd Steering Group Minutes of the Meeting of the Managed Network.

	February 2003
	Notes on creating a shared view of the haemoglobinopathy register.

	? February 2003
	Plans for the 2003-2004 managed clinical network.

	April 2003
	Newsletter Number 4.

	18th March 2003
	Presentation by Lola Oni at the antenatal neonatal NHS plan conference on education and training of heamoglobinopathy specialist nurses. 

	28th April 2003
	Briefing prepared by Dr Mabel Alli for the 28th April 2003 Meeting of the Steering Group.

	28th April 2003
	Agenda for the 28th April 2003 Meeting of the Steering Group.

	14th May 2003
	Briefing prepared by Dr Mabel Alli for the 14th May 2003 Public Health Away Day.

	June 2003
	Business case submitted to the London Haemoglobinopathy Antenatal Screening Programme for a haemoglobinopathy specialist nurse for St Mary’s Hospital and Hillingdon catchment areas.  This document listed the counselling requirements for screening programmes.

	2nd July 2003
	Consultation document prepared for the 2nd July 2003 Annual Conference of the NWL haemoglobinopathy managed clinical network.

	July 2003
	Newsletter Number 5.

	Summer 2003
	Sickle Cell Society Review Summer edition celebrating the Society’s 24th year.

	3rd September 2003
	First Annual Report of the NWL haemoglobinopathy managed clinical network.

	25th September 2003
	Clinical and Special Projects Network. Genetics Group. Report from the RCGP Virtual Genetics group.  Inaugural meeting at the King’s Fund.  

	29th September 2003
	Steering Group Terms of Reference.

	29th September 2003
	Minutes of the 4th Steering Group Meeting.

	6th October 2003
	Minutes of the local group A of the haemoglobinopathy managed clinical network.  This included reports from Cathy Rose, Sharon Mensah, Jean Griffiths and Emma Quarshie on their individual caseloads during the previous three month period.

	16th October 2003
	Note for the record of the meeting of the Register Project Board.

	16th October 2003
	Report from Annette Gilmore on progress of the European Haemoglobinopathy Registry relating to Ealing Hammersmith and West Middlesex Hospitals.

	October 2003
	Newsletter Number 6.

	Winter 2003
	Sickle Scene.  Edition 11 from the Sickle Cell Society.

	2003
	Document prepared by Dr Michael Soljak.  Key features of clinical networks.

	15th January 2004
	Minutes of the Registry Project Board Meeting. 

	2004
	Labour Force Survey 2002. London. HMSO.

	January 2004
	Newsletter Number 7 announcing the establishment of the new information project group.

	22nd January 2004
	Briefing presentation for specialised commissioning group board. 

	February 2004
	Service review and identified service needs in the North West London sector.

	25th March 2004
	Minutes of Registry Project Board Meeting. 

	30th March 2004
	Haemoglobinopathy Registry continuation proposal.

	11th March 2004
	Minutes of meeting of local Liaison Group B.  This meeting included a presentation from Christine Williams, London Chair of the NHS Screening Programme.  

	March 2004
	Paper for discussion at the NW London DsPH meeting to discuss antenatal and neonatal screening and follow up.  

	March 2004
	Publication of News Review from the Sickle Cell Society.

	March 2004
	Hammersmith and Fulham PCT haemoglobinopathy service report March 2004.

	Spring 2004
	Publication of Sickle Scene Issue 13 from the Sickle Cell Society celebrating 25 years of caring 1979-2004.

	14th April 2004
	Briefing paper by Dr Jean Chapple in support of SC&T screening and services in NW London.

	19th April 2004
	Specification for a review of SC&T services. 

	22nd April 2004
	Update of NHS Sickle Cell and Thalassaemia Screening Programme Document issues by National Programme.  Introduction and sections 1-9 of the national programme. 

	April 2004
	Funding required for haemoglobinopathy managed clinical network in 2004-2005.

	24th April 2004
	Audit tool for use in A and E departments.

	April 2004
	Newsletter Number 8.

	6th May 2004
	Minutes of the meeting of the Registry Project Board.

	27th May 2004
	Proposal to review the service. 

	7th June 2004
	Haemoglobinopathy Registry continuation proposal (revised).

	8th June 2004
	Minutes of London-wide haemoglobinopathy register. 

	9th June 2004
	Briefing paper prepared by Dr Mabel Alli for Public Health Direct.

	16th June 2004
	E mail between Mabel Alli, Mike Soljak and Allison Streetly re funding for register development.

	17th June 2004
	Letter form David Kemsley to colleagues informing of the review of services for people with SC&T in North West London.

	June 2004
	Letter from Dr Mabel Alli to introduce the Third Annual Conference to members of the Network.

	28th June 2004
	Letter to Dr Mabel Alli from Dr Elizabeth Sleight, Consultant Neonatal Paediatrician, University Hospital Lewisham.

	June 2004
	Undated document.  Comments on review of services for people with SC&T in North West London.  

	29th June 2004
	Email from Professor Irene Roberts on costs of the register. 

	3rd July 2004
	Annual General Meeting of the Sickle Cell Society.  Article on national neonatal screening programme.  Also reference to their web site www.sicklecellsociety.org.

	7th July 2004
	Agenda for Third Annual Conference.

	7th July 2004
	Participants’ pack for Third Annual Conference.

	12th July 2004
	Minutes of meeting of Local Group A.

	20th July 2004
	Minutes of the Haemoglobinopathy Registry Project Board Meeting.

	22nd July 2004
	Haemoglobinopathy network day and launch of the information booklet.

	25th July 2004
	Briefing pack from Dr Asa’ah Nkohkwo, Director of the Sickle Cell Society. 

	30th July 2004
	Paper on objectives and priorities for the network for the next three years 2005-2007.

	July 2004
	Brent Sickle Cell and Thalassaemia Centre Annual Report Business Plan 2001-2003 updated in July 2004.

	July 2004
	Information booklet on social care services for people living with sickle cell or thalassaemia in the North West London sector.

	August/September 2004
	Update Brent PCT with article on Haemoglobinopathy network day, with link into Network website at www.haemoglobinopathy.org.

	10th September 2004
	Update of Steering Group Membership of the National NHS Sickle Cell and Thalassaemia Screening Programme.

	14th September 2004
	Agenda for the meeting of the Registry Group.

	14th September 2004
	Presentation by Dr Mark Layton and Annette Gilmore to the Registry Group on progress.

	14th September 2004
	Paper from Camden and Islington on the linkage between the antenatal and neonatal screening database.

	19th October 2004
	Update of publications from the NHS Sickle Cell and Thalassaemia Screening Programme.

	October 2004
	Report of the Working Party of the Standing Medical Advisory Committee. Report for Sickle Cell, Thalassaemia and other Haemoglobinopathies.

	October 2004
	Antenatal haemoglobinopathy screening and counselling.  An audit of the patient journey prepared by the Riverside Centre, Hammersmith and Fulham PCT.

	October 2004
	Leaflet describing the Sickle Cell and Thalassaemia Centre at Richford Gate.

	October 2004
	Thalassaemia Matters.  Issue number 99 from the UK Thalassaemia Society.

	October 2004
	Publication list from the UK Thalassaemia Society, listing videos, booklets and posters.  


Appendix 2


Meetings and telephone discussions

1.
Various

Meetings with Dr Mabel Alli

2
28th June 

Meeting with Dr Jo Howard

3
14th September 
Meeting with Register Group 

4.
20th September 
Meeting with Annette Gilmore and Sameer Patanka

5.
22nd September
Meeting with Professor Irene Roberts

6.
22nd September 
Meeting with Review Steering Group

7.
23rd September 
Meeting with Jean Griffiths

8
30th September
Meeting with Dr Jean Chapple

9.
11th October 

Meeting with Professor Sally Davies

10.
13th October

Meeting with Dr Asa’eh Nkohkwo

11
18th October 

Meeting with Dr Mark Layton 

12
18th October

Meeting with Lola Oni

13
20th October

Meeting with Vincent Cox 

14
21st October 

Meeting with Elizabeth Okuyiga 

15
21st October

Meeting with Susan Schonfeld, member of the Review 

Steering Group

16
25th October

Meeting with Professor Inderjeet Dokal

17
25th October

Meeting with Professor Elizabeth Anionwu

18
26th October

Telephone discussion with Allison Streetly

19
28th October 

Meeting with Zach de Beer

20
28th October

Meeting with Mabel Alli

21
28th October

Telephone discussion with Jean Griffiths

22
11th November

Meeting with Patrick Ojeer, parent, Sickle Cell patient

23
11th November

Meeting with Paul Senbanjo, Sickle Cell patient

23
12th November

Meeting with Elaine Miller UK Thalassaemia Society

24
12th November

Meeting with Elaine Beresford, specialist social worker

25
15th November 
Meeting with Mrs Malkani, parent thalassaemia patient

26
25th November

Meeting with Christine Williams

27
25th November

Meeting with Dr Anna Mackie

28
25th November 
Meeting with Dr Mike Soljak

29
30th November 
Meeting with Dr Mark Layton and Annette Gilmore

Appendix 3

Summary of workshop comments from Network meeting on 8th November 2004

Following an introduction from Dr Zach de Beer, Dr Stephen Farrow introduced the draft report.  This led to a brief plenary session and several important points were raised.  Dr Jean Chapple asked whether it might be useful to document the extent of protocols being used in various settings.  Although the Protocol Group had mainly focussed on acute care other protocols were in use for nursing.  She also wanted to know how the nurse counsellors and nurse specialists were apportioning their time and how priorities were being set.  She wanted more clarity on the training requirements for specialist haemoglobinopathy nurses.  In relation to this latter point Lola Oni commented that at a national level there was a preference for the development of the nurse specialist role and extended courses were being planned so that the status and training of the nurse haemoglobinopathy specialist would be comparable to other nurse specialists.  This was further discussed by Christine Williams who though it would be useful to say a few words about the National Pegasus programme.  Dr Chapple wanted reassurance that the plan for the patient management information system was ‘compatible’ with the NPfIT programme and with information systems being introduced for the National Screening Programme so that there was no duplication of data entry.  She also wanted the Review Report to take account of the Children’s NSF.  Lola Oni suggested that more attention be given to social aspects of patient management.  Elaine Beresford proposed that there was a section in the main report that described the role of the specialist social worker and the history of funding and defunding in other London Boroughs.  There was further discussion of the services offered by the voluntary sector.  

On the question of nurse roles and nurse titles Prof Inderjeet Dokal strongly advocated specialist nurses both in the community and in hospital.  In relation to information developments Dr Sandra Anglin recommended direct contact with those implementing the NPfIT programme.  Similarly direct contact should be made with those introducing the information systems being developed for the national screening programmes.

Sonoo Malkani was concerned that the report concentrated too much on sickle cell disease and that there should be more discussion of the needs of those with thalassaemia.  She emphasised that there was considerable interest in Harrow from both the Leader of the Council and other Councillors to develop services for thalassaemia, particularly amongst the local Asian community.

The Group split into four workshops with participants able to join two of these.  
Appendix 3.1

Support for families

The focus of this workshop was the screening programme (apart from the laboratories) in an attempt to identify the gaps.  The intention was to discuss how the gaps should be filled, with an emphasis on practical suggestions.  The final topic was that of standard practice and the use of standard protocols across the sector.  The workshop was facilitated by Dr Susan Schonfeld who summarised the discussion as follows.

Participants of the first session

B. Hossenbocus (BH) 




Jean Griffiths (JG)

Ingrid Marriott (IM)




Catherine Afolabi (CA)

Elizabeth  Okuyiga (EO)



Christine Williams (CW)

Shirley Jenkins (SJ)




Ingrid Bodkin (IB)

Sonoo Malkani (SM)

CW emphasised the importance of continuity and contact.  She wanted to see seamless care right through the patient pathway.  SM said that she would have confidence in the system if there were continuity that would allow relationships to develop.  CW commented that continuity was possible through the development of multi-disciplinary teams.  Another approach was to organise out-reach clinics with specialists.  CW reminded the group that health visitors did provide continuity especially for the 0-5 year olds.  IM stated that teenagers and adults needed different sorts of care.  Someone who was excellent in advising parents in the antenatal period may not be the most suitable person to work with a teenager, especially those going through adolescent rebellion.  SM considered that insufficient attention was given to the psychological needs of those growing up with a chronic disease condition.  Psychological support could be a ‘buddy’ nurse who would talk to patients on the ward and build up a relationship.  CW suggested using the voluntary sector for this.  The group was reminded that permission would have to be sought from the parents, the individual and the ward manager and that there would also have to seek clearance from the police in relation to child protection issues.  The Sickle Cell Society did try visiting patients in hospital but this was an inadequately funded programme and this service would need to be incorporated into local Service Level Agreements.  There was some discussion of the role of self-help groups and the responsibility that would fall on parents to call the support group when child was admitted.  JG said that befriending, buddying and visiting were currently carried out by the nurse counsellor, when time permitted.  There was general agreement that psychological needs should be met and that the skills of specialist psychologist should be called upon.

CA stated that patient support groups were worth promoting.  What was needed was continuation of support between hospital and home.  This could best be provided by someone who was not a family member.  JG mentioned that nurse specialist / counsellors currently undertook this role.  SM said that the chosen person had to be empathetic, not arrogant.  Maybe what was needed was a feedback system from patients to assess whether the current system was working well.  IM emphasised the fear of being stigmatised and labelled.  CW suggested that this problem could be overcome by introducing psychological support as part of the multidisciplinary team from the start.  Another important issue was social support and the availability of and access to welfare benefits.  The specialist social worker should be part of the team.  IM emphasised that Westminster PCT had no support from the Council.  There was a need to address inequalities in the sector.  There was discussion of the expert patient programme.  SM said that thalassaemia needed to be put on the map, especially within the Gujerati community in Harrow. 

The group considered that more education and support was needed in schools and in the workplace.  There was also a need to make links between a school’s programme and the more general development of children’s services.  Children’s Trusts/ Children’s Centres should not be only for ‘hard to reach’ families but also for sickle cell and thalassaemia families.  Part of the work of Children’s Centres was to include Education, Social Services and health together.  CA said that employers should be aware that people with chronic conditions were sometimes away from work because of their condition.  The disability allowance did not cover what was needed.  The Sickle Cell Society does have a leaflet for employers.  CW made several suggestions that would improve the work carried out by support groups.  This included having a ‘hospital pack’ made up and on the ward to be given to families (with flannel toothbrush and soap) when patients were admitted in crisis, or for the support group to take the pack to the patient provided they were notified of the admission.  Discussion with Navin Shah, Harrow Councillor, centred on building awareness in the Asian community.  It was also suggested that this could be a topic for the Harrow Strategic Partnership.  In relation to education, the West London Alliance could be used.  It might be useful to invite community organisations to an awareness day.

Summary session 1

The emphasis was on contact and continuity of care.  Within the multidisciplinary team there needed to be knowledge of family, appropriate psychological support, particularly for adolescents, social support and support on the wards when patients were admitted.  There were opportunities to use the voluntary sector for buddying.  More joint work was required with the Local Authorities and this could include both joint funding and joint posts.  The expert patient programme should be expanded.

Participants of the second session:

Debbie Rambaran



Jacquie Westwood

Janesh Patel




Judith Lockhart

Shirley Jean-Marie



Cecilia Shoetan 

Yeng Etim




Patrick Ojeer

Suzette Mohnden

PO commented on the many gaps in the service, in initial care and at the first crisis at age two to three years.  There needed to be more practical help at hand.  At school, particularly primary school, there needed to be stronger links.  The link between the parent and school is more than the link between the parent and the hospital.  Trust in the teacher was of great importance.  For adolescents normal patterns were smashed.  There was a need for counselling and support; and support for the parents (advice as to what to expect) and in some cases specialist psychological help.  CS stated there was still a lot of inequality, across the sector; also between sickle cell and thalassaemia.  Much depended on where you lived.  YE said that health visitors were often not aware of children on their patch.  There needed to be a better linking system for information between professionals.  JP said that there should be an event involving the Gujerati community.  PO commented that the simple messages were often ignored; looking after general health, good diet, stopping kids catching colds, ensuring that they drank more liquids.  School nurse and counsellors should reinforce these messages.  The Expert Patient Programme was mentioned again.  People with sickle cell and thalassaemia can feel very isolated.  The possibility of developing a chat group and/or a forum, where patients could share their experiences was raised.  Schools and Local Authorities needed professional updates.  The National Sickle Cell Society does have leaflets for schools.  Language has to be right/ acceptable.  Sickle cell should be seen as a chronic illness not a disorder.  People with the condition have coped with it over many years but there are times when help is needed.  Doctors and nurses are often surprisingly ignorant about sickle cell and thalassaemia.  In the case of one daughter who died about two years ago, health care staff refused to be believe she had sickle cell disease and was in crisis.  PO described what he went through in Leeds.  Care had to be patient-centred.  There was a need for a standard service.  In hospitals there was a need for a special nurse or a named person who could be called in to make sure that each patient could get through Accident and Emergency Departments as quickly as possible.  

Summary session 2

There were lots of gaps within the service and across the sector.  These were evident from first crisis to primary school, then adolescence.  The link with primary school was even more important than the link with health.  Adolescents needed psychological and social support.  Services needed to be designed, not just to cover the present gaps, but for the future.  For example, modern technology should be used such as chat rooms for adolescents.  Haemoglobinopathies should be a higher priority in the Local Development Plans.  Social Services needed to be more involved.  The Expert Patient Programme needed to be further developed.  In order to improve the experience of patients in A and E departments there needed to be a named person in each hospital.  There also needed to be criteria to monitor access.  
Appendix 3.2

Information for patients and the public

The focus of this workshop was to be information that was available to support patients and the public and what needed to be developed.  It was also to cover the collaboration between the statutory and the voluntary sectors and between local authorities and national organisations.  It was important to establish what links existed and how they could be built on.  The workshop was facilitated by Dr Zach de Beer, who summarised the discussion as follows.

Several broad themes emerged from both workshop sessions on this topic.  The organisations and service providers providing information to patients and the public in whatever form need to do so in a more comprehensive, coordinated and linked manner.  Certain professionals (e.g. GPs, nurses) require further education and training in order to furnish appropriate and correct information.  Account needs to be taken of the National Screening Programme and the Children’s NSF in the provision and linkage of information.  Social services support for patients/families, including the provision of appropriate information is inadequate.  It was suggested that the network, if properly resourced and supported, could address these areas; specifically it was suggested that the network could have subgroups on “training and education” and “information”.  

Specific issues were considered as follows.  Web sites needed to link (e.g National Screening, Brent Centre, Sickle Cell Society sites).  Web sites also needed to be developed and updated in a coordinated fashion.  Standardised language needs to be used where possible (e.g. disease versus disorder, carrier states) in order to avoid misunderstanding and confusion.  Information in non-English languages needs to be available where required.  Hard literature as well as electronic literature needs to be available.  Voluntary sector is apparently being obstructed when attempting to access patients in the acute sector.  Sickle cell and thalassaemia need to be higher national/ local priorities.  Information needs to be developed and provided to employers as to the nature and needs of sickle cell and thalassaemia disease and patients.  There was some criticism of the Sickle Cell Society.  Some people felt that it had lost touch with its base.  It needs to focus on the needs of its clients and to market itself better to clinicians.  The role of allied health professionals needs to be acknowledged and developed.  The Brent Centre has a close relationship with Central Middlesex Hospital but its relationship with the primary/ community sector needs to be improved.  Algorithms or flow diagrams could be developed to assist with information use and transfer.

Appendix 3.3
Improving care for patients
This workshop focussed on the information that was needed in order to improve patient management, and on questions of access and confidentiality.  It also touched on links between the planned clinical patient management system and on the NPfIT and screening programmes.  The workshop was facilitated by Dr Stephen Farrow.  Despite the intended focus of the group the discussions were widespread across many of the issues.

There was substantial discussion about the quality of care particularly for those in sickle crisis when they were seen in Accident and Emergency (A and E) Departments.  Patients were alarmed with the widespread ignorance about sickle cell as displayed by many accident and emergency staff.  It appears that protocols do exist but that in some cases members of staff are not aware of their existence.  There was continued anxiety around pain management and the lack of understanding amongst some professionals about the seriousness of pain during sickle crises.  Another issue was the appropriateness of being taken by ambulance to the nearest hospital A and E Department.  It was stated that agreement had been reached with the London Ambulance Service that patients in sickle crisis would be taken to the hospital where the were currently being seen rather than the nearest hospital.  Some participants strongly supported this arrangement but were concerned that the protocol was not always followed.  Others were concerned about the actual pain and the need to get to the nearest hospital so that pain treatment could be started immediately.

The group also considered the link between hospital and home and the role of primary care.  They took the view that shared care could be better developed.  There were several professionals whose role was important but who were frequently overlooked.  The draft report had, for example, made no reference to the role of physiotherapists or other allied professional staff and had touched only briefly on the role of the health visitors, other community nursing staff and primary care staff.  One participant cited the development of comprehensive care centres in other specialties, for example, haemophilia, and wondered whether it might be a useful model for sickle cell and thalassaemia.  

Another theme was that of information.  There was general support for the development of a patient centred information management system.  There was also discussion of patient held records.  There were questions about whether there should be greater use of documentation like Medic Alert bracelets or more complex plastic cards.  These could contain information on the patient’s history and treatment.  On the question of information that was useful to patients and their families it was noted that Newham had produced a video in several languages that had proved extremely useful.  Another theme was that of information for schools.

On the theme of protocols it was proposed that these should be widely distributed and that their use should be audited.  

Several participants discussed the development of patient support groups and how they could contribute to the overall care of those with sickle cell and thalassaemia.  One area where there was inadequate support was during the transition from 16 to 19 year olds.  There was also a question of how to learn lessons from other conditions that were included in the chronic disease management programmes.  One participant had recently come across different systems of pain relief that were in use in France and she wanted to ensure that we were learning lessons from best practice in other countries.  

Appendix 3.4

Role of the network 
This workshop looked at organisational arrangements and the question of appropriate structures.  The workshop was facilitated by David Kemsley who summarised the discussion as follows.

Workshop 1

Participants: Patient, Domestic Violence Officer; Public Health Consultant., Network Co-Ordinator.; Specialised Social Worker; Newborn Screening Manager; Acute Services Commissioner; Health Visitor /Clinical Lead; Specialised Services Commissioning Manager.

· Patient provided graphic and moving account of what it means to have sickle cell disease and the impact on the quality of his life. He is keen as part of the Expert Patient Programme (EPP) to help other patients avoid the difficulties he has encountered.  He wants to see improvement in the level of information available.  He feels marginalised.  He is keen to participate in the development of the network and wants to see that the role of the EPP further enhanced.

· Specialised Social Worker wanted to see an improvement in the referral process – where, who and how.  She felt that support often failed once the patient was discharged from acute care.  The leaflet developed in July for the NW London Sector on services available and where to seek help was useful..

· Network Co-ordinator.  She commented that the booklet formed part of the public information service.  She would like to see a strengthening of the management team for the network
· HV/Clinical Lead.  She was looking to develop in-service training within the clinical network (principally focused on health visitors).
· Public Health Consultant.  There needed to be involvement of General Practitioners.  Ideally this would include the identification of a General Practitioner with Special Interest.  Currently there are GPs in Brent and Hammersmith areas who need to be encouraged to develop these specialised services and attend meetings held on sickle cell and thalassaemia.  There was a need to use specialist nurses to either follow on from Health Visitors or act as the key worker following identification.  There was an urgent need to develop protocols for new Health Visitors coming into area with no prior experience of sickle cell and thalassaemia.  

· Newborn screening manager.  Accident and Emergency staff need more training.  There needs to be a standardisation of various protocols and their availability needs to be audited.  Training in some units is still in-progress.

· Acute services commissioner.  The network needs to ensure access to both specialised and general services.  The whole approach needs to be proactive rather than reactive when crisis occurs.

· Specialised commissioner. There is an urgent need to formulate care pathways.  There should be programmes to facilitate tracking/identification of patients in the system at any time and to avoid duplication/omission of services to patients. There needs to be a link between the provision of care for sickle cell and thalassaemia to Chronic Disease Management programmes. Awareness needs to be increased in communities through media/ cultural networks, religious leaders, schools and employers.

Workshop 2

Participants: Patient Support Group Lead; Director of Sickle Cell Society; Patient Representative; Health Visitor; Consultant Pathology and Haematology from St Thomas’s Hospital; Nursing Director Sickle Cell Centre; Specialist Services Commissioner.

· Patient representative.  More doctors needed to give a credible image to the importance of the disease, with emphasis on thalassaemia.

· Consultant Pathologist & Haematologist.  Rather than apportion importance to either sickle cell or thalassaemia he felt there should be a focus on specific issues.  

· Nursing Director, Sickle Cell Centre.  There was a need for a comprehensive health promotion programme.  She would like to see a resurrection of the Liaison Committee that was originally tasked to formulate protocols and policy.

· Health Visitor.  There should be shared access to databases of information on patients between hospitals.  This should also apply to community services.

· Director of Sickle Cell Society.  The aim should be for every unit to have a specialised social worker attached. Liaison with Sickle Cell Society not utilised sufficiently as resource/support.

Appendix 3.5
Action plan

The meeting concluded with reports back from each of the workshop groups.

During the final plenary participants asked for information on the future action plan.  David Kemsley described the process in relation to the Specialist Commissioning Group and Board.  The report would be received by the Specialist Group and a position paper would be developed by them that would then go to the Commissioning Board in January 2005.

Appendix 4.1
 NWL Haemoglobinopathy Managed Clinical Network Funding

	
	Spend
	Spend
	Forecast
	Budget

	 
	2002-03
	2003-04
	2004-05
	2005-06

	 
	£'s
	£'s
	£'s
	£'s

	 
	 
	 
	 
	 

	Network Manager
	38,786
	56,737
	61,265
	63,240

	Personal Assistant
	1,545
	8,657
	10,196
	10,525

	Non-pay
	1,412
	2,303
	2,500
	2,580

	 
	 
	 
	 
	 

	Total expenditure
	41,743
	67,697
	73,961
	76,345

	 
	 
	 
	 
	 

	Brent PCT
	(11,500)
	(11,500)
	(11,500)
	(18,595)

	Ealing PCT
	(10,000)
	(10,000)
	(10,000)
	(11,210)

	Hammersmith & Fulham PCT
	(7,000)
	(7,000)
	(7,000)
	(7,850)

	Harrow PCT
	(7,000)
	(7,000)
	(7,000)
	(7,850)

	Hillingdon PCT
	(7,000)
	(7,000)
	(7,000)
	(7,850)

	Hounslow PCT
	(7,000)
	(7,000)
	(7,000)
	(7,850)

	Kesington & Chelsea PCT
	(6,500)
	(6,500)
	(6,500)
	(7,290)

	Westminster PCT
	(7,000)
	(7,000)
	(7,000)
	(7,850)

	 
	 
	 
	 
	 

	Total income
	(63,000)
	(63,000)
	(63,000)
	(76,345)

	 
	 
	 
	
	 

	Surplus / (Deficit)
	21,257
	(4,697)
	(10,961)
	    (0)

	 
	 
	 
	 
	 


Appendix 4.2     NWL Catchment population affected by haemogloninopathy 

	PCT
	*Population 

  2001

*ONS 1998
	% Black& 

Minority Ethnic in each PCT
	Catchment

Population

(number)
	Catchment

Population

(% of  the sector)

	Hillingdon
	260,000
	18.60
	48,360
	8.3

	Ealing 
	315,489
	41.32
	130,360
	22.4

	Hounslow
	213,669
	35.39
	75,617
	13.0

	Hammersmith & Fulham
	171,190
	23.32
	39,922
	6.9

	Brent  
	259,481
	53.89
	139,834
	24.0

	Harrow
	220,839
	37.91
	83,720
	14.4

	Kensington & Chelsea 
	179,566
	20.48
	36,775
	6.3

	Westminster
	235,602
	30.43
	27,330
	4.7

	Total
	1,855,836
	
	581,918
	100


Appendix 5.1    Newborn to sampled newborn
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Appendix 5.2 Sampled newborn to tested newborn with result
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Appendix 5.3 
Positively tested newborn to treated newborn

Appendix 6

Appendix 6.1
Funding schedule for Registry development in the nine North West London Hospitals: 2005-2009

	
	Year 1
	Year 2
	Year 3
	Year 4 onwards

	
	£
	£
	£
	£

	Staff
	
	
	
	

	Registry Co-ordinator (1 WTE )
	43,733
	45,045
	46,396
	47,788

	IT Manager (1 WTE for yr1,2,3 and 0.6WTE thereafter)
	58,750
	60,513
	37,397
	38,519

	Data Co-ordinators (3 WTE @ Grade E nursing or Grade 6 A&C for yr1,2, 3  and none thereafter)


	95,886
	98,763
	101,725
	

	Subtotal
	198,369
	204,321
	185,518
	86,307

	Consumables
	
	
	
	

	Recruitment
	3,000
	
	
	

	Training
	6,000
	5,000
	5,500
	3,000

	Travel & Subsistence
	2,000
	1,500
	1,650
	1,000

	Software licence & technical support
	8,822
	9,263
	9,726
	10,212

	Data Protection Registration
	     35
	      35
	40
	40

	Stationary at Central Registry
	1000
	1500
	2000
	1000

	Stationary at member hospitals @ £500 each
	2500
	3500
	4500
	4500

	Subtotal
	23,357
	20,798
	23,416
	19,752

	Network Development
	20,421
	5000
	
	

	IT Equipment 
	
	
	
	

	Start-up for new member hospitals
	3,500
	7,000
	7,000
	

	Replacement and upgrades for all hospitals and Central Registry
	
	
	
	14,000

	Subtotal
	3,500
	7,000
	7,000
	14,000

	Total
	245,647
	237,119
	215,934
	120,059

	Cost pre PCT (8 in NWL sector)
	30,706
	29,640
	26,992
	15,007

	Cost per patient (1291 in sector)
	190
	184
	167
	93


Notes: 

Total costs are based on one additional hospital joining in year 1 (2005), two in year 2 (2006) and two in year 3 (2007).

Salaries are inclusive of ‘on costs’ @ 19% and increased at a rate of 3% per annum.

The project will be IT intensive in year 1 and 2 due to registry network developments therefore one WTE IT manager will be employed during this phase. Thereafter a part-time IT manager (0.6 WTE) will be required to maintain the registry.

Three Data-co-ordinators will be employed on three year fixed term contracts for the first three years to establish the registry in all nine NWL sector hospitals.  Thereafter consultants and nurse specialists in each hospital will manage the registry with support from the central registry staff at CMH.  It is possible to defer 1 WTE Data-coordinator’s post from year 1 to year 2. 

Appendix 6.2   Costs for Registry annual software licences and technical support 

	Registry Development
	£

	PATS annual licence fee and technical support   
	3,995

	Microsoft Development Software and technical support 
	1,559

	Adobe Acrobat Professional
	   147

	Adobe Professional Software Collection
	   485

	Macromedia Studio MX
	   457

	Macromedia Web content update
	     58

	External Website hosting 
	   281

	9 Hospital Sites
	

	Adobe Acrobat 6 Professional @ £125 each
	1,322

	Macromedia web content update @ £49 each
	   518

	Total
	8,822


Note: All prices are inclusive of VAT.

Appendix 6.3    Costs for Registry Network Developments in 2005

	Computer Hardware
	

	Web server
	4,947

	Tape backup hardware
	2,162

	Upgrade existing hardware to cope with additional requirements
	1,175

	Software
	

	Upgrade PATS software to web based version
	5,920

	Windows 2003 Server with 10 CALS
	   960

	Windows 2003 Server: Web Server with 10 CALS
	   960

	Tape backup software
	   1,631

	Adobe Acrobat 6 Professional
	   464

	Adobe Acrobat Professional Software Collection
	2,086

	Macromedia web content update
	   116

	Total
	£20,421


Note: 


All prices are inclusive of VAT.

An additional £5,000 will be required in Year 2 to upgrade the PATS server.

Appendix 6.4

Equipment costs for start-up of registry in remaining five hospitals and future annual replacement equipment costs for all hospitals and central registry

	Start-up for five new member hospitals
	Year 1
	Year 2
	Year 3
	Year 4 

onwards

	IT hardware & software @ £3,500 per hospital
	3,500
	7,000
	7,000
	

	IT equipment upgrades and replacement 
	
	
	
	14,000

	Total 
	3,500
	7,000
	7,000
	14,000


Note: 

These estimates are based on one hospital joining the EHR in year 1 (2005), two in year 2 (2006) and two in year 3 (2007). 

Appendix 7
Summary of registry developments and work plan

7.1
Summary of developments

In the first year the infrastructure will be set up to include a secure website on NHSnet, on line data collection facilities, upgrade existing sites software and configuration, set up new hospital member and provide support to all sites.  Retrospective and follow-up data collection and consenting of patients will restart in existing sites and in the new member hospital.  Individual patient reports and aggregated site and sector reports will continue.  In year 2 IT developments will continue.  Two more hospitals will join the registry and data collection and consenting of patients will continue in all hospitals.  Updating current reporting procedures will commence and thalassaemia datasets developed.  In year 3 two more hospitals will come on board.  IT developments, reporting procedures and retrospective data collection will be completed.  In year 4 onward the registry will be established in all North West London hospitals.  Throughout the initial three years clinicians and nurse specialists will be actively involved in consenting patients to the registry and in data collection so that in year 4 there is a smooth hand over of responsibility to hospital personnel for local data collection and submission.  The co-ordinator and IT manager will manage and maintain the registry within the sector and ensure it continues to deliver up-to-date, accurate and complete patient information in accordance with local needs and NHS standards of good practice.  A detailed workplan is outlined below. 

7.2
North West London Sector Registry three year work schedule

	
	Year 1
	Year 2
	Year 3

	Hospitals  
	Four existing hospitals and one new hospital joining
	Two new hospitals joining


	Two new hospitals joining

	IT


	Set up infrastructure for online sickle cell Disease data collection

Create secure registry website on NHS Net

Upgrade/develop existing EHR software developed in-house to support online data collection 
Upgrade existing sites software and configuration

Set up new hospital site hardware and software for data collection

Provide support to sites


	Develop infrastructure for online sickle cell Disease data collection and reporting

Develop website

Upgrade/develop/ maintain existing EHR Software developed in-house to support online data reporting

Set up new hospital sites hardware and software for data collection

Provide IT Support to sites

Develop members online support forum

Develop halassaemia data set

Upgrade EHR software to incorporate Thalassaemia data set
	Develop/maintain infrastructure for online sickle cell disease data collection, reporting and querying

Develop website

Develop EHR Software to support online querying of patient data

Set up new hospital sites hardware and software for data collection

Provide IT Support to sites

Update/develop thalassaemia data set

Upgrade EHR software to incorporate Thalassaemia data set

	Data collection


	Informing and consenting patients to registry

Retrospective data collection

Follow-up data collection

Data submission to registry

Data corrections and queries

Data reports added to patient notes
	Informing and consenting patients to registry

Retrospective data collection

Follow-up data collection

Data submission to registry

Data corrections and queries

Data reports added to patient notes
	Informing and consenting patients to registry

Retrospective data collection

Follow-up data collection

Data submission to Registry

Data corrections and queries

Data reports added to patient notes

	Registry


	Project management

Coordinate data collection

Coordinate staff training

Maintain protocols for: data collection, data quality and data reporting

Liaise with sites for access to data

Cleaning and verification of submitted data

Produce individualised patient reports

Produce site reports

Produce aggregated data reports

Develop and updating reporting


	Project management

Coordinate data collection

Coordinate staff training

Maintain protocols for: data collection, data Quality and data reporting

Liaise with sites for access to data

Cleaning and verification of submitted data

Produce individualised patient reports

Produce site reports

Produce aggregated data reports

Develop and updating reporting

Develop thalassaemia dataset
	Project management

Coordinate data collection

Coordinate staff training

Maintain protocols for: data collection, data quality and data reporting

Liaise with sites for access to data

Cleaning and verification of submitted data

Produce individualised patient reports

Produce site reports

Produce aggregated data reports

Develop and updating reporting
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