NW LONDON SICKLE CELL & THALASSAEMIA MANAGED CLINICAL NETWORK

2005 ANNUAL REPORT & ACTION PLAN 2006-7 

1. Introduction

The NW London network started in 2001, as a local initiative, following consultation with stakeholders from the eight PCTs in the sector (formerly four health authorities). 

The overall aim was to ensure effective and acceptable follow-up, care and support for children, young people and adults affected by sickle cell & thalassaemia, who are residents of NW London. 

In addition, the network was to support the NHS sickle cell & thalassaemia screening programme, which was to commence in London in 2002. A key to the success of the screening programme was to ensure that networks were in place. The NW London network was expected to be a model for the rest of London.

This Annual Report covers the period July 05 -June 06, and is the fourth annual report presented to Brent Teaching PCT Board 

2. Fitness for Purpose

Review of activities in the first three years 2001/2 to 2003/04

The Directors of Public Health in NW London and the NW London Specialised Commissioning Group Board commissioned a review in 2004 (Stephen Farrow Dec 2004) to look at the management of the network. 

The review found that North West London has been at the forefront of managing haemoglobinopathies over many years when compared with the rest of England, and local research undertaken has an international reputation.

Key organisations in the network include the Hammersmith Hospital, Queen Charlotte’s Hospital, and 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 University 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 and Hounslow.

The clinical network has made significant progress in involving user and client support groups in policy formulation and decision-making, and patients have reported better access and some have reported improvements to clinical care
3. Incidence & Prevalence
Occurrence of haemoglobinopathies in the UK depends on the number and distribution of ethnic groups at-risk.  The North West London Sector covers a population with one of the highest proportions of minority ethnic groups at risk 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 2005, it is estimated there are 1408 sickle cell & thalassaemia patients seen in the nine acute trusts in the sector, which is higher than the reported 1210 cases of Tuberculosis in NW London in 2005. There is also a rising trend in the number of cases; 1291 patients were reported in 2002 (source: network baseline survey report). There is a 3% annual increase in patient numbers; (from immigration and new births) therefore an additional 39 patients are being treated each year with associated health demands,  making haemoglobinopathies a significant health priority within the sector. 
4. Hospital admissions
Summary

· There is a rising trend in the number of hospital admissions due to sickle cell & thalassaemia among 5-9 yr olds from 2.5% of all admissions in 2003/04 to 2.63% in 2004/05 
· Occupied Bed days for SC &T by age group and PCT in 2004/05 
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NW London Occupied bed days for SC &T by age group and PCT, 2004/05

Age  group  BRENT   EALING   H&F  HARROW  HILLINGDON   HOUNSLOW  K&C  WESTMINSTER  Total  OBDs per 1000  population  As % of all  occupied bed  days in that age  group   0 - 4  9  70  17  0    0  1  37  139  273  2.5  0.24   5 - 9  57  24  41  0  8  3  2  106  241  2.4  2.63   10 - 14  70  9  98  5  4  13  42  5  246  2.5  1.81   15 - 19  222  27  121  103  7  18  129  58  685  6.6  1.99   20 - 24  70  6  59  39  29  2  9  57  271  2.0  0.37   25 - 29  150  73  34     12  79  18  64  430  2.3  0.43   30 - 39  277  127  366  34  24  34  63  103  1028  2.9  0.42   40 - 44  33  25  34  3  2  0  30     127  1.0  0.12   45+  157  37  3  3  3  5  7  36  251  0.4  0.02   Total  1,045  398  773  187  89  155  337  568  3,552  2.0  0.18    

The age profile of patients admitted by PCT

· 5.  Key Clinical Facts  
· There are over 10.000 patients with sickle cell disease (SCD) and ß thalassaemia major (and intermediate) across London 

· The majority live in North West or East London.

· A number of hospitals have appointed (or are appointing) more specialists in the field, including Central Middlesex, Hammersmith, St Mary’s (Charing Cross has an associate specialist), University College, the Whittington, the North Middlesex, the Royal London and Newham, Kings College, Guy’s, Lewisham.  This has been a result of the higher numbers of patients seen and their perceived need.

· Average life expectancy for SS men and women is in the mid forties. With good standards of care, there is no reason why their life expectancy cannot rise into the sixties and above, as seen in the USA.

· As patients live longer, chronic organ damage becomes a greater problem so many require end stage renal services, replacement hips, specialist ophthalmic services etc.

· 10% of children suffer stroke (it is the most common cause of stroke in children), with a further 20% of children suffering sickle damage to their brains, which has an effect on their educational performance.

· Psychological support can reduce dependance on the health services e.g. cognitive behavioural therapy (CBT).

· Over 90% of hospital admissions are for painful sickle cell crisis – in NW London, we have agreed pain protocols for adults and children, which are evidence-based. 

· Pregnant women with SCD or ß thalassaemia major need specialist and joint haematological and obstetric care.

· For the severely affected children bone marrow transplants are curative and are available at St Mary’s Hospital.

· There are a number of other complications that children experience and include delays in growth and development and the onset of chronic organ damage. It is recommended that patients have at least an annual review in a specialist centre with shared care where appropriate.

6. Achievements in 2005-6 

6.1 One of the most successful outputs undertaken by the network has been the annual conference, which was held in July 2006.  Another has been the newsletter and website.  This has led to increasing involvement of patients and their families in the work of the network. This is shown by their continued active participation as members of the network board and of the various subgroups  
6.2 One of the most notable influences of the network board is the involvement of the Local Liaison Group A in Ealing, which has been meeting since 1995 under various names. It has now merged with Local Liaison Group B in Brent.  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 support group, commissioners and other stakeholders.

6.3 Another influence of the network board has been in the development of a model for haemoglobinopathy community services, which has been agreed across the eight PCTs and nine acute trusts in the sector.

A meeting was held in June 2006 with commissioners from NWL PCTs to agree the implementation of the service model with Brent Sickle Cell & Thalassaemia Centre. This followed the March 2006 review of haemoglobinopathy specialist nursing services. 

Hillingdon, Westminster, K & C and Harrow PCTs 

 (i.e. PCTS with no specialist nurses)

·  There was agreement to run a hub and spoke programme from the Brent Centre, with Brent Centre as the hub.

·  Outreach care is to be provided from the Brent Centre for the disease positive babies.

· Fail-safe service from Brent Centre for health visitors providing carrier results & counselling, as part of the NHS Newborn Screening Programme

· Preparation of a service specification for the Brent  SC &T Centre 

Hounslow, Ealing, Hammersmith & Fulham, Brent PCTs    

(i.e. PCTs with specialist nurses)

· Arrangements to be put in place by the Brent Centre, to provide clinical support to specialist nurses, so all can operate as a network
· Fail-safe service from local specialist nurses for HVs providing carrier results & counselling, as part of the NHS Newborn Screening Programme
· Preparation of a service specification for the Brent SC & T Centre 

6.4   UK standards for the clinical care of sickle cell disease in childhood (May 2006), and Clinical Care of Children and Adults with Thalassaemia in the UK (2005), were discussed at the network annual conference in July 2006, and stakeholders helped develop a performance monitoring plan for 2006-7
Audit Standards  

These proposed standards are based on current evidence based practice, accepted good practice and knowledge of current resources

SICKLE CELL DISEASE

Standard 1:  Penicillin Prophylaxis

i) 90% of infants should have been offered and prescribed Penicillin V (or alternative) by 3 months.  99% of infants should have been offered and prescribed Penicillin V (or alternative) by 6 months.

ii)  Any parental refusal should be documented.

Standard  2:  Pneumococcal immunisation 

i) 95% of infants should have completed the primary Prevenar (conjugate pneumococcal vaccination) course by 15 months.  

ii) 95% should be given pneumovax (polysaccharide antigen) at 2 years of age (24-27 months) and 5 yearly thereafter

Standard 3: Trans cranial Doppler scanning (TCD)

90% of sickle cell centres should have the capability of offering annual TCDs to children with sickle cell disease from the age of 3 years by 2008 and 99% should have this capability by 2010

Standard  4: Failsafe arrangements 

 The sickle cell centres in conjunction with local paediatric units should have continuing responsibility for children with sickle cell disease identified on the newborn screening programme and maintain a list. By 2008, 95% of sickle cell centres and local hospitals should have robust follow up arrangements to identify and follow up any child who does not attend their hospital appointments and should have the capability of tracking children who have moved out of area in order to make appropriate handover arrangements. 99% of sickle cell centres and local hospitals should have this capability by 2010.

THALASSAEMIA

Standard 1:    Iron load, monitoring and treatment 

• Every transfusion-dependent child will start to receive iron chelation therapy in time to prevent iron-related toxicity.

 • Parents and patients should be made fully aware of the reasons for chelation therapy, and trained to administer it at home. They should be kept informed of developments with new chelator drugs and modes of delivery of chelators. 

• Transfusion iron loading, body iron stores, adherence to chelation and evidence of chelator-related toxicity must be monitored carefully and systematically. Complications should be managed by optimising chelation therapy according to a local protocol agreed between the local thalassaemia Clinic and specialist Centre. 

• All patients and families should have access to support in the practical and psychological challenges that arise from the demands of daily chelation therapy.

 • Problems with adherence will be carefully identified and addressed. 

Standard 2:  Psycho-social issues 

• The psycho-social needs of patients growing up with thalassaemia must be considered alongside every aspect of their clinical care. This is a key role for all professionals managing the child, to be considered in each communication with the child and family.

 • Core staffing of specialist thalassaemia Centres should include a Clinical Psychologist. 

Standard 3: Acute clinical presentation in the treated patient. 

• Individual presenting to their primary care professionals, or a hospital A&E Department or clinic, with new symptoms and/or signs will be rapidly assessed by staff aware of the various acute complications which can occur in this condition. 

• If staff with appropriate knowledge and experience is not available, there must be urgent consultation with members of the specialist team on site or at the Specialist Centre, and referral on after stabilisation, as necessary.

• Appropriate management should be instituted as quickly as possible. 

• GPs of patients with thalassaemia should be aware of the range of acute complications they can encounter. 

6.6   Patient hand-held records

The network has collaborated with the Sickle Cell Society to produce hand-held records for patients with SCD, funding was received from Novartis Pharmaceuticals. The UK Thalassaemia Society has produced hand-held records for Thalassaemia patients with good effect.

6.7 Network action plan 2006-07
There are four main priorities, which are based on the UK care standards. See Appendix 2. The network coordinator has developed a plan for implementing the standards and will coordinate this plan. The newly-reconfigured Haemoglobinopathy Community Services subgroup will help look at how to audit the standards at PCT level

7.     Accountability

· The network board has a clear TOR and is accountable to the Brent tPCT Board because it hosts the network, and the other PCTs  in the sector through the Specialist Commissioning Board.
· There is a sub-group structure with TOR for each subgroup
8. Network Funding

In 2002  Dr Mabel Alli was appointed  to the role of network coordinator initially as Senior Clinical Medical Officer and in 2004 as Associate Specialist, funded by the eight PCTs in NWL.  Her line management is through the Director of Public Health at Brent PCT. The achievements of the network and some of the ongoing challenges, are outlined as above and in  previous annual reports. 

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 been subsequently  adjusted for the year 2004-2005 and 2005-2006, based on the size of the black and minority ethnic populations (using the 1998 ONS population projections shown in Appendix 1a).  The funding position is shown in Appendix 1b.  There has been no increase in contributions to the network for the past five years. Any surplus year on year has been used to balance next year’s position. 

The projected budget for the year 2007-2008 is £81,955.

Contributions from each PCT have now to be formally agreed.  See Appendix 1b.
Appendix 1a: 

NW London Catchment Population affected by haemoglobinopathy 

	PCT
	*Population 

  2001

*ONS 1998
	%Black& 

Minority Ethnic in each PCT
	Catchment

Population

(number)
	Catchment

Population

(% of the sector)

	Hillingdon
	260,000
	18.6
	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

	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 1b:      Budget for NW London Haemoglobinopathy Managed Clinical Network

	
	Spend
	Spend
	Spend
	Budget
	Budget
	Budget

	 
	2002-03
	2003-04
	2004-05
	2005-06
	2006-07
	2007-08

	 
	£’s
	£’s
	£’s
	£’s
	£’s
	£’s

	 
	 
	 
	 
	 
	 
	 

	               Associate Specialist

                (network coordinator)
	38,786
	56,737
	61,359
	63,340
	65,385
	66,690

	               Personal Assistant (0.5 wte)
	1,545
	8,657
	14,708
	9,500
	9,805
	10,000

	               Non-pay
	1,412
	2,303
	7,084
	5,000
	5,160
	5,265

	 
	 
	 
	 
	 
	 
	 

	             Total costs
	41,743
	67,697
	83,151
	77,840
	80,350
	81,955

	 
	 
	 
	 
	 
	 
	 

	            Brent PCT
	(11,500)
	(11,500)
	(31,651)
	(14,200)
	(14,655)
	(14,964)

	            Ealing PCT
	(10,000)
	(10,000)
	(10,000)
	(12,360)
	(12,755)
	(13,010)

	          Hammersmith & Fulham PCT
	(7,000)
	(7,000)
	(7,000)
	(8,650)
	(8,930)
	(9,105)

	            Harrow PCT
	(7,000)
	(7,000)
	(7,000)
	(8,650)
	(8,930)
	(9,105)

	            Hillingdon PCT
	(7,000)
	(7,000)
	(7,000)
	(8,650)
	(8,930)
	(9,105)

	            Hounslow PCT
	(7,000)
	(7,000)
	(7,000)
	(8,650)
	(8,930)
	(9,105)

	            Kensington & Chelsea PCT
	(6,500)
	(6,500)
	(6,500)
	(8,030)
	(8,290)
	(8,455)

	            Westminster PCT
	(7,000)
	(7,000)
	(7,000)
	(8,650)
	(8,930)
	(9,105)

	 
	 
	 
	 
	 
	 
	 

	               Total income
	(63,000)
	(63,000)
	(83,151)
	(77,840)
	(80,350)
	(81,955)

	 
	 
	 
	 
	 
	 
	 

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


	1. The surplus of £16,560 (21,257- 4,697) remaining after 2003-04 is included in the Brent contribution for 2004-05.
	

	2. Brent has absorbed an overspend of £3,591during 2004-05. All in all, 16,560+3,591+11,500 = 31,651 in 2004-05

	3. Assuming an inflation of 3.225% per annum please note the increased contributions for 2005-06 and 2006-07.

	4. Contributions for 2004-05 and 2005-06 are based on black and minority ethnic population using 1998 ONS population projections in Appendix 1a.
	

	5. Assuming an inflation of 2.0% for financial year 2007-08


Appendix 2

NW LONDON SICKLE CELL & THALASSAEMIA MANAGED CLINICAL NETWORK

ACTION PLAN 2006-7

	PRIORITY ORDER

STANDARD
	WHY PRIORITY
	BASELINE 

ASSESSMENT
	IMPLEMENTATION

 PLAN


	ISSUES PREVENTING IMPLEMENTATION

	1. To improve access to Trans -Cranial Doppler (TCD) scanning for all infants who have been diagnosed with sickle cell disease via the NHS newborn screening programme. 
	In NWL there are 450 children aged below 14 yrs with sickle cell disease and needing scanning. 350 of them are aged 3-12 yrs. About 10% will experience stroke = 45 children or about 3-4 children/yr, resulting in serious disability & increased burden on the health service, or even death
	Baseline assessment for all trusts by 2007. Current estimate is 30% coverage on average for the sector. Majority of SC & T centres don’t have access to TCD scanning, although many will have vascular laboratories for investigating adults with CVD. Therefore, most children with SCD have not yet had TCD scans.
	90% of hospitals in the sector who are  seeing sickle cell patients  should have the capability of offering annual TCDs to children with sickle cell disease from the age of 3 years by 2008 and 99% should have this capability by 2010

.

All  8 PCTs meet achievable standards by 2010
	

	PRIORITY ORDER

STANDARD
	WHY PRIORITY
	BASELINE 

ASSESSMENT
	IMPLEMENTATION

 PLAN


	ISSUES PREVENTING IMPLEMENTATION

	2.To improve access to oral iron chelation  in children living with Thalassaemia


	Iron overload is the lead cause of morbidity & mortality in Thalassaemia, in terms of compliance with iron chelation treatment, the most important priority is improving access to oral iron chelators to replace daily injectable infusions lasting 8 hrs at a time for 5 out of seven days every week.
	There are about 120 children aged 6 yrs and above with thalassaemia  & a considerable number of  sickle cell  patients  on long term transfusion regimens. They are at risk of chronic  iron overload and are currently being treated with injectable desferrioxamine. They would benefit from a switch to an oral chelator(Deferasirox). 
The advantages of a switch are:

- considerable improvement in compliance will allow iron overload to be brought under control

-freedom from daily burden of subcutaneous injection will revolutionalise lives of many patients & increase satisfaction.
- likely decrease in morbidity & mortality & a decreased burden
on the health service
- hidden societal costs.e.g  improvement of educational attainment from not having to attend  hospital frequently

- other economic benefits (gain in QALYs & relating to  monitoring adverse effects)
	The network board agreed to develop a network wide proposal for oral iron chelator Deferasirox based on the best available evidence of cost effectiveness, which identifies the group of patients who could potentially benefit most from the drug. It is also important that PCTs have information on the numbers of potential patients in each PCT so they can then make an informed decision. 

A network - wide proposal on oral iron chelator (Deferasirox) developed by end of 2006.

A clear policy in place by 2007.

	

	PRIORITY ORDER

STANDARD
	WHY PRIORITY
	BASELINE 

ASSESSMENT
	IMPLEMENTATION

 PLAN


	ISSUES PREVENTING IMPLEMENTATION

	3. To ensure all acute trusts have a protocol for monitoring attendance in clinic for following-up families who fail to attend, including documentation of children who have moved to another area 
	In order to reduce mortality & morbidy and increase average lifespan for SC & T, it is crucial  to offer & start parental education & child treatment in a timely manner, and have a protocol for tracking children who do not attend in place
	On average, 10% of new clinic attendances and 25% of follow-up attendances in children are reported , as did not attend (DNA) 
	All hospitals in the sector who are  seeing children with  sickle cell & thalassaemia  should have a DNA protocol in place by 2007
	

	4. To improve access to pencillin prophylaxis & conjugate pneumococcal immunisation for all children diagnosed with SC via the NB screening programme
	-Crucial performance indicator for any acute trust seeing SC & T patients

- twice daily antibiotic prophylaxis will reduce morbidity & mortality in the under 5yr olds
	Baseline assessment for all trusts by 2007

 Showing the % of newly diagnosed infants via the NB screening programme who are seen in OPD for f/u care by 3 mths of age
	90% of newborns diagnosed with sickle cell disease by the NB Bloodspot screening programme offered Pen V by 3mths, 99% by 6mths

95% infants  completed Prevenar vaccination course by 15 mths, 95% received Pneumovax at 2 yrs and 5 yearly thereafter
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NW London Occupied bed days for SC &T by age group and PCT, 2004/05



Source:LHO data

For NW London 

The largest absolute number of occupied bed days is accounted for by patients in the 30-39 year age group.   The highest rate of SC&T OBDs per 1000 population is in the 15-19 age group.  



As a proportion of all occupied bed days (for any primary diagnosis) in 2003/04, the largest proportion accounted for by sickle cell and thalasssmaeia is in the 5-9 year age group (2.5%), and in 2004/05 this rose to  2.63% 



 In an analysis of patients called “frequent flyers” – patients who had more than one emergency admission during a 12 month period  in London - For those frequent flyers under 65 years of age, the most common individual primary diagnosis code for these emergency admissions was sickle cell disease. SC disease appeared as the primary diagnostic code in 2.3% of admissions.  







			Age group


			BRENT 


			EALING 


			H&F


			HARROW


			HILLINGDON 


			HOUNSLOW


			K&C


			WESTMINSTER


			Total


			OBDs per 1000 population


			As % of all occupied bed days in that age group





			0-4


			9


			70


			17


			0 


			0


			1


			37


			139


			273


			2.5


			0.24





			5-9


			57


			24


			41


			0


			8


			3


			2


			106


			241


			2.4


			2.63





			10-14


			70


			9


			98


			5


			4


			13


			42


			5


			246


			2.5


			1.81





			15-19


			222


			27


			121


			103


			7


			18


			129


			58


			685


			6.6


			1.99





			20-24


			70


			6


			59


			39


			29


			2


			9


			57


			271


			2.0


			0.37





			25-29


			150


			73


			34


			 


			12


			79


			18


			64


			430


			2.3


			0.43





			30-39


			277


			127


			366


			34


			24


			34


			63


			103


			1028


			2.9


			0.42





			40-44


			33


			25


			34


			3


			2


			0


			30


			 


			127


			1.0


			0.12





			45+


			157


			37


			3


			3


			3


			5


			7


			36


			251


			0.4


			0.02





			Total


			1,045


			398


			773


			187


			89


			155


			337


			568


			3,552


			2.0


			0.18










Age  group  BRENT   EALING   H&F  HARROW  HILLINGDON   HOUNSLOW  K&C  WESTMINSTER  Total  OBDs per 1000  population  As % of all  occupied bed  days in that age  group   0 - 4  9  70  17  0    0  1  37  139  273  2.5  0.24   5 - 9  57  24  41  0  8  3  2  106  241  2.4  2.63   10 - 14  70  9  98  5  4  13  42  5  246  2.5  1.81   15 - 19  222  27  121  103  7  18  129  58  685  6.6  1.99   20 - 24  70  6  59  39  29  2  9  57  271  2.0  0.37   25 - 29  150  73  34     12  79  18  64  430  2.3  0.43   30 - 39  277  127  366  34  24  34  63  103  1028  2.9  0.42   40 - 44  33  25  34  3  2  0  30     127  1.0  0.12   45+  157  37  3  3  3  5  7  36  251  0.4  0.02   Total  1,045  398  773  187  89  155  337  568  3,552  2.0  0.18    





