 UPDATE ON WHAT THE NW LONDON HAEMOGLOBINOPATHY MANAGED CLINICAL NETWORK DOES, prepared feb 2008
 by dr MABEL ALLI, NETWORK COORDINATOR- BRENT pct
1. Network coordinator post  summary
To build and take forward the work already completed in establishing a sector-wide Haemoglobinopathy Managed Clinical Network (HMCN) for patients suffering with Sickle Cell Disease and Thalassaemias within NW London, which PCTs are paying for. The North West London HMCN, which is based in Brent PCT, was created in 2002 to stop sickle cell patients shopping around for the services they need. PCTs with few number of sickle cell patients (namely, Westminster, Kensington & Chelsea and Hillingdon) were not providing any community services, whilst their patients continued to receive services that were paid for by neighbouring high prevalent PCTs like Brent, Ealing, Hammersmith & Fulham. The HMCN was a solution to this inequity and allowed PCTs to provide an increased range of services for their own patients by sharing the cost.
To preserve continuity of the network coordinator post for sickle cell and thalassaemia, the annual report for 2006 and work plan for 2007/8 which was circulated prior to Directors of Public Health and CEOs of PCTs in NW London is attached as Annex 1

2. Managed Clinical Network description

The clinical network for sickle cell and thalassaemia is required to ensure that Haemoglobinopathy sufferers are not excluded from receiving quality health care within the health community. There is widespread ignorance about health related quality of life issues in haemoglobinopathies which is a barrier to delivery of effective community and social care a view eloquently expressed in the representations previously submitted by both the Brent PCT patient support group and the Ealing and  Hammersmith & Fulham PCTs patient support group to the network. 
The occurrence of Haemoglobinopathies in the UK depends on the number and distribution of ethnic groups at risk. Sickle Cell Disease is very common in England, affecting over 1 in 2,000 live births. The birth prevalence in some urban areas which includes parts of NW London may be as high as 1 in 300 (source: NHS Sickle Cell & thalassaemia Screening Programme. London: NHS, 2006 http://www.screening.nhs.uk/sicklecellandthalassaemia/index.htm)
The NHS Newborn Bloodspot Screening Programme which all PCTs have signed to, is now identifying some 300 affected babies a year out of which about a quarter are in NW London. In addition, 1 in 10 African-Caribbean are sickle cell carriers. When both partners are carriers, there is a 1 in 4 chance IN EACH PREGNANCY that baby will have severe disease.
There are currently believed to be over 12,500 Haemoglobinopathy sufferers in the UK out of which about 3,000 are residence within the NW London PCTs treated across the nine hospitals. Deficiencies in community and social care provision for patients with haemoglobinopathies have been repeatedly highlighted by voluntary sector agencies (i.e. Sickle Cell Society and UK Thalassaemia Society) nationally.
Over two thirds of patients with sickle cell disease report restrictions in daily living activities. Around a third of patients experience pain on at least 95% of days of which only a small fraction are spent in hospital necessitating effective management in the community. The network has provided an essential bridge with community based services and enabled efficient discharge planning with reduction in length of stay in hospital. The chronic consequences include stroke, loss of vision, irreversible joint damage, skin ulcers, renal, lung and heart failure. Average life expectancy is 40 - 50 years. In this context patient and their families require expert and sustained support over time with respect to a wide range of social care issues.

With the improved neonatal screening and early diagnosis, the Specialist Nursing subgroup of the network  will help manage and target the ongoing support and counselling of both parents and children to give them higher levels of care than are currently available. This is essential as there are increasing numbers of Haemoglobinopathy sufferers being born in the NW London area.

Can it be argued that haemoglobinopathies (i.e. sickle cell & thalassaemia) are a special case? We believe so.  North West London has one of the highest prevalence of these disorders in the UK and has been in the vanguard of developing a comprehensive and multidisciplinary model of care for affected patients and their families because we have specialist hospitals like the Hammersmith Hospital, Central Middlesex Hospital and  St Mary’s Hospital in the sector.. 
3. The NW London Haemoglobinopathy Managed Clinical Network (HMCN) objectives and   deliverables
The first three years of the network (2003/4- 2005/6) showed added value to haemoglobinopathy services, in particular through the needs assessments showing the differences in secondary care across the sector and the efforts that are being taken to provide equal access to care throughout the sector. The strategic review of the network by the Directors of Public Health of NW London PCTs (Stephen Farrow review report Dec 2004) has already concluded that the original aims of the network which were based on improving secondary care for patients with haemoglobinopathies had been met.

However there was some disquiet expressed by the stakeholders during the annual network study days held in 2004 and in 2005 that the network was not addressing the needs of people with Sickle Cell and Thalassaemia outside the secondary care setting. It was felt that the problems seen in secondary care were only a ‘tip of the iceberg’ of the problems faced in the community. These included significant pain due to Sickle Cell crisis, a lack of home support for patients on iron chelation therapy and a lack of support for families coping with one or more children with sickle cell and thalassaemia.

Improved social work support (in particular, specialist social workers) and an equality of access to Haemoglobinopathy Nurse Counsellors and Psychologists will address some of these issues, but not all.

      Since 2006, the network has highlighted the following areas in its future plans:
· Increased community support systems – Sickle Link have recently restarted, but only have funding for one year and for involvement in children. It is essential that this project by the voluntary organisation (i.e. the Sickle Cell Society) is supported by the network

· Formation of an umbrella organization or increased links between the patient support  groups in each PCT
· Increased awareness of haemoglobinopathies in the community and increased patient education

It may be appropriate to carry out a Needs Assessment in the community, in the same way that a Needs Assessment was carried out in secondary care in 2002, which was updated in 2006. It would be essential to elicit the views of users within the community, and to include those who do not access secondary care. There are small projects looking at quality of life in patients recently discharged from hospital but a much wider project looking at the Sickle Cell and Thalassaemia population in general would be invaluable. This would need to involve different agencies than those currently involved in the network’s projects.

In conclusion the strategic review of 2004 supports the work of the network so far, but would welcome a broadening of its agenda to assess needs within the community and increase community support systems.

4.   NW London HMCN management arrangements 

The network is made up of a number of subgroups addressing specific themes:

Protocol subgroup:     We now have uniform shared clinical protocols in all our 
                                    hospitals

               Joint Chairs – Dr Mark Layton Consultant Haematologist        

                                      Hammersmith Hospital

                                    - Ms Phil Daly, Clinical Nurse Specialist, St Mary’s Hosp
             Specialist Nurses’ subgroup:     A network of specialist nurses of PCTs in North  

                                                                West  London aiming to provide seamless  

                                                                specialist services between the hospitals and the 
                                                                community as a  solution to the existing inequity 

                                                                and to stop patients  shopping around for the  

                                                                 care they need.
                               Registry subgroup:     The registry group has not met since 2004 when  

                                                                   the pilot  Haemoglobinopathy Register was  

                                                                   closed down due to  lack of funding     
                                Information subgroup:   We produced an information leaflet (one for the 
                                                                       sector) in collaboration with our social worker  

                                                                        colleagues on services that the local authorities 
                                                                        can provide for patients and families living with 
                                                                        sickle cell disease
                     The network board       The board provides guidance on developing 

                                                          uniform policies and specific strategies tailored to  
                                                           individual PCT for meeting patient needs
                                  Network chair     - Director Public Health Brent PCT

                   The network management team:  Provides support to the network coordinator in 

                                                                          the day- to-day activities, and links for  

                                                                         communication with other  networks
                             Members                 - Director Public Health Brent PCT
                                                             - NWL lead specialised commissioning group

                                                             - leading GP
As the network is funded by the eight PCTs in NW London but based in Brent, reporting is via annual reports to the Brent PCT board, and also to Directors Public Health and CEOs of PCTs in NW London. 
6. Interfaces

The continued existence of the network is essential for the sustainability of the NHS Plan targets for NHS Haemoglobinopathy screening programme in England, thereby 
 helping to address some of the inequalities in health and healthcare in black and ethnic groups within the NW London area.
7. Financial aspects

The full network costs are contained in the annual report in Annex 1
8. Benefits Realisation
Ultimately, improvement in quality of life and life expectancy for  patients living with sickle cell or thalassaemia within black and ethnic communities in NW London.

A highly regarded example of joint working between the health and social care sectors in the UK. Using the hospital admissions data from the annual report  to research and better understand how Haemoglobinopathies, and in particular Sickle Cell Disease, is treated and managed in the UK, as the majority of the existing research studies have been carried out in the Americas.

An essential bridge between the hospital and community based services. Efficient discharge planning with reduction in length of stay in hospital, and ultimate cost savings for the NHS. Better management of pain and other symptoms of Haemoglobinopathy sufferers will reduce A&E visits and minimise In-patient stays.

Helping to support the NW London Haemoglobinopathy Managed Clinical Network that will result in the development of better quality shared community protocols, whilst improving the patients’ treatment and long-term quality of life and increase their life expectancy from the current 45 years.
      9.   Risk analysis and management

The primary risk initially will be in being unable to continue the post of network coordinator if PCTs don’t contribute to the funding arrangements in place via the Directors of Public Health, to preserve continuity so that patients don’t suffer. 
Joined up post management across the NW London PCTs  to ensure that decisions that affect an  individual PCT do not hinder or hold up progress . This should also apply to the inclusion of Directors of Finance  from NWL PCTs and Brent PCT to guarantee the post gets running smoothly without any of the delays experienced with individual PCT payments.
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