MINUTES OF THE THIRD ANNUAL CONFERENCE OF THE 

NORTH WEST LONDON HAEMOGLOBINOPATHY MANAGED CLINICAL NETWORK
Date:

7th July 2004

Time:

9.30am – 4.30pm

Venue:
Board Room Brent tPCT located at Wembley Centre for Health & Care, 116 Chaplin Rd, Wembley, HA0 4UZ

Present:       A list of the 60 participants is attached. See Annex 1

Professor Inderjeet Dokal, Consultant Haematologist chaired. He opened the meeting by welcoming everyone.  He reminded everyone about the objective of delivering uniform service, which was set in June 2001.  In order to facilitate this the Managed Clinical Network was set up.  Professor Dokal acknowledged and thanked Dr Mabel Alli who is pivotal in co-ordinating this network.   
 
Professor Dokal emphasised the constant need to assess targets for Haemoglobinopathy service, as these are liable to change over time.   Gaps in service have been highlighted and documented by the network since 2002. These need to be filled.
 
Presentation        - 
Bringing the Elements Together   ~   Dr Mabel Alli,

Network Coordinator
 
Dr Alli thanked all the representatives for attending and pointed out that despite the fact that targets change over time, there are gaps in the service that had been highlighted and need to be addressed. The Clinical network is in place to protect patients and support the system.  She pointed out that Haemoglobinopathy screening, which is in the NHS Plan, should always be followed by post screening services, and that specialist nurses in the community should consistently follow this up.  Following an audit in 2002 of organisation of care for sickle cell & Thalassaemia patients, gaps in post-screening services were highlighted and a business case submitted to the NHS Sickle Cell & Thalassaemia Screening Programme, emphasising the need for specialist nurses in the Paddington basin and in Hillingdon, based on current British Committee for Standards in Haematology guidelines.  
 
Dr Alli pointed out that there had been many achievements by the Network that didn’t require any additional funding from PCTs, these include: 

· Better communication across the sector, between health & social care professionals and with patient’s representatives and support groups.

· Regular Publication of a newsletter (Haemoglobinopathy News)

· A dedicated website highlighting key issues www.haemoglobinopathy.org
· Linkage with other sectors in London and

· Establishing a network that allows for a comprehensive assessment of services, both clinical, which is hospital based, and social care, which is community, based.  

The major constraint has been failure to mobilise additional funding from PCTs in 2002-4 for the Register, and in April 2004, further development work on the register has stopped because of lack of funding. This has been a major set back because having a shared clinical database (register) across the nine hospitals in the sector is a main strategy of the network. 

Dr Alli welcomed the launch of the new Patient Information Booklet, which will help to make patients more aware of what social services are available to them from the Local Authorities.  

She also discussed the benefits of a sector wide consortium and why   specialised commissioning can better address variations in levels of service across PCT boundaries. Firstly, because Haemoglobinopathy Screening is a National Programme, and secondly, because according to data on the Register, when patients live in a PCT where the numbers of patients are small, they use services from neighbouring PCTs where the numbers of patients are larger.  Sector-wide specialised commissioning would ensure that all PCTs are paying for services for those patients resident in their area even if they go outside the PCT to receive the service they need.

Dr Alli emphasised the importance of care pathways and the need to work collaboratively with GPs, health visitors, school nurses etc to provide the best service.  She concluded that, there is continuing positive development and that a strategic review of Haemoglobinopathy services is currently going on which has been commissioned by the Directors of Public Health in the sector.   
 

Comments
Prof Inderjeet Dokal suggested that in addressing the gaps in service that had been highlighted, a priority list could be employed to systematically deduce a strategy on how to meet the deadlines set for filling these gaps. One key issue is that of specialist counsellors versus midwives.  Prof Dokal suggested that Specialist Counsellors are better suited for this role and as many health professionals share this view there is need for a way of getting this message back into the system.
 
 
Professor Dokal went on to say that this annual meeting has the merit of bringing together all the health professionals from all different organisations on a regular basis.    He pointed out that gaps in counselling have been highlighted, and suggested that this was an issue the specialist commissioning board could take into consideration.    
 
Questions / issues raised


It was suggested that a Pan London network would have more impact.
Professor Dokal, however, explained that this would increase the complexity of the service, as no managed network exists in other sectors.

Dr Susan Schonfield (NWL specialised commissioning board) pointed out that the screening is funded separately from follow-up care.  

Professor Dokal pointed out that screening is relatively easy to centralise, as some themes are common.   Acknowledged that NW London has the best initiatives many of which have shown to be a success.

Christine Williams (NHS Haemoglobinopathy Screening Programme –London implementation) informed everyone that there is currently an implementation of Performance Management Groups with PCT representatives from each sector, and Clinical leads from Sickle Cell Centres.  It will then be possible for each centre to report back on the service levels in each sector.    She suggested that this was the way forward in networked facility.  She also highlighted the fact that even if you have a sector plan the funding for services is controlled by the PCT.  

Session 1 - Acute Services 
Report from Protocol Working Group – Dr Jo Howard, Consultant Haematologist Central Middlesex Hospital 

 
Dr Howard described the group, its aims and its priorities.  She reported that the Sickle Cell - Adult Protocol described in last year’s conference has been adopted by most hospitals and practices have been subsequently adapted and defined.  She explained that the protocol is reviewed and updated regularly and an audit is due to assess how this is working.   
 
She went on to say that the Sickle cell Protocol for Children and criteria for admission, are being developed and these will take on the National standards of care for children. She explained that they are currently awaiting feedback from paediatricians with regards to this.   
 
Dr Howard also discussed the protocol for Iron overload, which is to be presented at the next Protocol group meeting in September 2004.  There is also a Maternity protocol in development and a protocol for the Care of chronic complications.
Questions / issues raised


Dr Sharon Daye asked how PCT’s would receive information on the outcome of the audit?

Jo Howard said she presumed that this would be circulated 

Dr Alli said that audit findings would first be discussed with individual hospitals for the necessary changes in practice to be put in place. 

Dr Daye (Asst Director Public Health Hounslow PCT) proposed that PCTs should know first and should not get a sanitised version of the outcomes of the audit.  

Professor Dokal said that he agreed the information should be widely available, and as the audit is yet in infancy nothing has yet been finalised as to the route the information will take and how exactly it will be disseminated.  

He explained that different areas need to be looked at, such as the uniform management of pain in all hospitals.  

Dr Daye – Asked if the network has links outside London as many women who are residents of Hounslow are going to Ashford and St. Peters to have their babies.

Dr Jo Howard responded that although they had no hesitations in inviting Ashford representatives to join the Protocol group, it might be deemed patronising for the NWL network to approach other hospitals outside the sector and tell them to follow suit.

Professor Dokal agreed that the individuality of hospitals and consultants needs to be taken into consideration when trying to extend the links outside the sector. 
 

Mr Leroy McDowell (Haringey & Enfield Sickle Cell Support Group) - Would there be any areas that the PCT would be interested to have included in the audit?

Dr Daye  - Maternity, in particular Antenatal care which women should receive even when moving outside the sector.  There should be a drive for continuity of care across the board.

Professor Dokal and Dr Howard agreed this is an area we need to concentrate on and there are certain guidelines, which need to be adhered to.

Dr Howard suggested that services should be improved locally as a network

Professor Dokal again suggested it may well be a good idea to have a priority list detailing which issues need to be addressed.  

Session 1 - Acute Services
Report from Haemoglobinopathy Registry Board 

Dr Mark Layton, Consultant Haematologist Hammersmith Hospital &

Ms Annette Gilmore, Research Nurse, CMH  
Dr Layton outlined the Development of the Haemoglobinopathy register and proposed that the Register is a cornerstone to planning and developing services.  He said the Register provides crucial information with respect to the demography of the patient population, and possibilities for improvement in service planning.  He went on to say that development of the system will enable it to be a tool for audit and clinical research, and that it was regrettable that the future of the register is uncertain due to difficulties faced in securing funding.

Ms Gilmore presented the demographic information from the register with data received from four participating hospitals– Central Middlesex Hospital, Ealing Hospital, Hammersmith Hospital and West Middlesex Hospital. 

Register data:
Where do our patients live?


Where do they receive services?


What is the age of our patients?

Central Middlesex Hospital

Out of 538 on the register, 49% live in Brent PCT, 18% live in Harrow PCT, 11% come from other parts of London, 6 % live in other parts of the UK, 3% live in Hillingdon PCT, 3% live in Hammersmith & Fulham PCT, 1% come from Overseas, 1% Hounslow PCT, 1% Westminster PCT. 

Hammersmith Hospital

Out of 173 on the register, 27% live in Hammersmith & Fulham PCT, 21% live in Ealing PCT, 13% live in Brent PCT, 12% live in other parts of London, 9% live in other parts of the UK, 5% live in Hounslow PCT, 4% live in Kensington & Chelsea PCT, 3 % live in Hillingdon PCT, 2% live in Harrow PCT, 2 % live in Westminster PCT and 2% are from Overseas

Ealing Hospital

Out of 77 patients on the register, the majority (90%) live in Ealing PCT, 5% live in Hounslow PCT, 3 % in other parts of the UK, 1% in other parts of London and 1% in Brent PCT

West Middlesex University Hospital

Out of 40 on the register, the majority (87%) live in Hounslow PCT, 8% live in Ealing PCT, and 5% in Hammersmith & Fulham PCT.

Age group of patients

Out of 828 on the register, 59% are adults aged above 20 years, 14% are adolescents and young people aged 14-20 years and 27% are children aged 0-13years

Number by type of disease

Out of 828 on the register, 74% suffer from Sickle Cell Disease, 17% suffer from Thalassaemia, 6% other type of Haemoglobinopathy, 3% missing diagnosis.

 Ms Gilmore went on to say that access to data from European countries makes it the most comprehensive Haemoglobinopathy Register to date and described the process by which data was collected and validated with reference to ethical guidelines. The following achievements were highlighted:
· Demographic information available 
· Individualised clinical patient reports 
· Monitoring and evaluation of hydroxyurea treatment
· Development in collaboration with EU and U.K doctors
· Haemoglobinopathy registry website

In conclusion she said that the central model works, however significant resources are required to improve efficiency of data submission and online data collection.
 Dr Mark Layton later discussed the potential of clinical applications of the register
Questions / issues raised
 
Dr Colin Michie (Consultant Paediatrician Ealing Hospital) – Congratulated the team on the achievements of the register but raised concerns that 10 - 20% of the patients at Ealing do not consent to joining the register.  Patients and parents are not aware of what it is about.  

Professor Dokal and Dr Layton found that this was more like 5% at Hammersmith and CMH.

Mr Colin Michie - suggested the real issue was of who knows what. 

Ms Gilmore explained that as patients become familiar with the idea and are educated as to the benefits, they sign up with more confidence.    

Dr Mark Layton suggested a patient/ parent survey to get feedback on these issues, however without being able to promise continuity of the register it may not be considered appropriate to ask for feedback.  There is a pressing need for funding issues to be resolved.

Mr Leroy McDowell - asked if there is any information on intolerance to hydroxyurea treatment as he personally underwent 7 years of hydroxyurea treatment and then went on to develop Leukaemia.  Is there any evidence of or research into adverse symptoms that may result from long-term hydroxyurea treatment?

Dr Mark Layton explained that only as a result of a longitudinal data collection study could these less common side affects be highlighted.  What is currently known is that the overall outlook of survival of the patients receiving hydroxyurea is better even if there is a risk of developing leukaemia.  At the moment data suggests even if there is a risk of developing other diseases associated with hydroxyurea the benefits of the drug outweigh the risks.   

Session 2 - Community Services 

Dr Asa’ah Nkohkwo Director of Sickle Cell Society chaired. He began by welcoming everybody and said that positive steps over the last ten years have seen the introduction of nationwide screening and a new confidential enquiry to be launched into patient death from Sickle Cell and Thalasaemia.  He said funding has also been earmarked for clinical pain management for Sickle Cell sufferers. He went on to say that the current drive for improvement of clinical management for patients within the hospital environment would become more difficult without community support. There is need to shift emphasis to improvement of community services for sickle cell & Thalassaemia patients closer to their homes for better outcomes, in view of the limited resources.  

Report from Information Project Group           ~          Ms Viv Whittingham

Social Service Manager

London Borough Hammersmith & Fulham

Ms Whittingham began by acknowledging the role of Cynthia Garnett’s presentation last year, which has culminated in an information booklet being launched.  She made reference to the term “disability” and encouraged al health professionals to bear the term in mind, which has been incorporated into legislation and allows and empower sufferers to gain aid and assistance provided by local authorities.  She went on to say what resulted from last year’s conference was the overriding need for clear, relevant and accessible information, detailing help, both social and financial available to sufferers and or their families.  The Information booklet highlights services available and she explained this was a collaborative exercise between Social Services & Health, and the booklet is designed to cover the entire sector.  
 

Presentation from GP Patient Participation Group (PPG) ~ Dr Etherelda Kong

Dr Kong began by thanking the network for her invitation and then went on to describe the role of the PPG.  She said that in December 2003 the PPG in her practice focussed on Sickle Cell and patients suffering from Sickle Cell, local chemists, housing associations, welfare officers from schools, representatives of the Sickle Cell Society, were all invited to this meeting.  She explained that they had received positive feedback, learnt a lot and has resulted in various protocols and practices to be undertaken such as:

· Better Service development for Patients, 

· More organisation as a practice, in Sickle Cell management,

· Have Sickle Cell register, 

· Screening of at risk patients

· Offer of pre-conceptual family planning advice,

·  Management of adequate pain treatment for patients. 

· Crisis management implemented.  
· Preventative prophylaxis Penicillin v and folic acid, 

· Ensure up to date vaccinations, Hep B, Flu

· Ensure access for patients to specialised care,

· Reduce hospital admissions as a result of effective primary care 

· Encourage and promote access to eye screening.  
 
Dr Kong explained that the Educational Forum via the PPG, works closely with acute providers and the network.

Questions / Issues raised 

Do other surgeries have this structure in place or have the ideas been shared with other practices? 

Dr Kong responded that although this is a surgery specific support group all the information will be detailed in the annual report of the practice submitted to the PCT.  

Ms Judith Lockhart, Head of User & Community Involvement Brent PCT raised the point that one of the objectives for the Brent PCT is the setting up of PPGs.  Brent PCT plans to set up 3 or 4 PPGs in the next year.  

Dr Asa’ah asked what criteria must be met for an individual to be classed as at risk? 

Dr Kong explained that all individuals of Far Eastern, African, Afro-Caribbean, Mediterranean, and Indian descent are all screened and this screening is undertaken alongside other screening at new patient registration.

Ms Emma Quarshie, Haemoglobinopathy Specialist Nurse, Hounslow PCT highlighted the importance of consent being obtained before electrophoresis is carried out for diagnosis that disease is present or absent. 
 

Patient Advice & Liaison Service (PALS)  ~  Polly Sandhu, Brent PCT 
Mrs Sandhu provided an overview to the PALS and described its role and its aims.  She went on to say that that PALS does not replace the Community Health Councils.  PALS, ICAS, and patients forum, and overview and scrutiny communities all comprise the CHC, PALS provides help, support and information to community, as part of NHS modernisation plan, by involving patients.  The aim of PALS is to be there for immediate issues and problems; and PALS can give advice on making formal complaints.  ICAS. And complaints procedure, act as link between service users and providers.   She described how PALS monitors and analyses trends and outcomes, by analysing feedback and use of case scenarios to raise awareness of the role of PALS.  
 
Models of community support -The Brent Experience ~ Dorrett Mothersil 
Ms Mothersil talked about the role of the support group, the things they do for the children and the constraints they face. She described the role of the group in terms of providing community help for sufferers and the organising of leisure events and Christmas Parties.  Future plans, are to secure adequate accommodation to enable group expansion.  She voiced concerns about simple things that could help improve services, for example, sickle cell patients who come into A&E in crisis are encouraged to drink lots of water, and yet there is no water fountain at the Central Middlesex Hospital A& E Department. Ms Mothersill said that there should be adequate inpatient facilities for the transition period when patients are young adolescents before they are ready to be moved into adult wards.   

Ms Bolatoko Williams and Ms Araba Eshun both patient representatives voiced concerns with regards to a lack of heating on the Haemoglobinopathy wards in hospitals. They also said there should be help with paying prescription costs for prophylactic treatments and pain relief medication required by sufferers on a regular basis.  Payment for prescription for Sickle Cell & Thalassaemia patients are life-long and can be a heavy drain on family finances, especially since the families affected are mainly Black Minority Ethnic and quite often poor.
Models of community support - The Hammersmith and Fulham Experience ~ Mr Patrick Ojeer (carer)
Mr Ojeer said that help was needed for housing and for schools to raise awareness and understanding of the experience of caring for a Sickle Cell sufferer.  He went on to say that community support and increased access to information encourage and promote networking between support groups and other agencies, which help disseminate information to sufferers and carers.
 
Public Patient Involvement Forum - Patient representatives 

Dr Alli asked if the sufferers felt equipped to move forward with some of the previous constraints that have been faced by support groups?

Patient representatives responded that they now had a raised level of awareness as to the information and services available of which previously they were not aware of or have not had success in trying to attain.   

The point was made that there is a marked variation between boroughs; Brent for example provides more services and a better service to the resident sufferers then Ealing.  There should be a drive for a uniform standard and equity between access to and availability of services for sufferers and their families.  

Fiona Howe, a sufferer with a dependent child– explained that there was a lack of support or help available for those who are dependent on sufferers.  This should be taken into account, as sufferers with children may need help or assistance in the care of their dependents.  There is currently no community support provided for this.  

Fiona Howe – also pointed out that medical letters confirming the patient is suffering from sickle cell are required by all organisations.  This is time consuming for both the doctors who have to write such letters and for the patient who has to continually request the letters to be written.  It was recommended the possibility of a standard letter confirming the patient’s condition, which can be used as proof for all social service and benefit requirements.

Jean Gaffin, Chair Brent PCT – raised the question of why Sickle cell support groups were not as publicly visible as other support groups for other diseases, when the number of sufferers for Sickle Cell is comparably greater than those suffering from for example. HIV, and some Cancers.  There was an implication that more should be done possibly collaboratively, using other support groups as models to strengthen the role of the sickle cell & Thalassaemia support groups. 

Christine Williams  - questioned why prescription charges were only being included in the government’s agenda in the NHS Plan 2002 when the problem has existed for so long. Also support groups should be networked.

Ms Araba Eshun explained that the funding from GlaxoSmithKIine that was awarded to the Support Group was used to make a patient data book.  This allows the patient freedom to travel and provides a summary of the patient’s medical history and current clinical management available to health professionals in case of crisis when the sufferer is not in proximity to their usual hospital.   

Dr Asa’ah explained that a Regional Care Project was being implemented which would lead the Sector to be split into 3 regions, with the appointment of three managers to assess and develop community support available.    

Session 3 - Launching Of Information Booklet 

Ms Jean Gaffin, Chair of Brent Teaching PCT welcomed everyone and then introduced Mr Geoff Alltimes, Managing Director of Hammersmith and Fulham Council who hailed the launch of the Information booklet.  He went on to say that Specialised Support Staff as currently provided by Hammersmith & Fulham Council has meant there is more awareness of support needs for sufferers who live in that area.  He said much progress has been made in partnership between Social Services and Primary Care Trusts to enable better understanding, awareness and dissemination of information about what social care services are available to sickle cell & Thalassaemia patients locally.

Statement - Councillor Ralph Fox, Brent Council
Cllr Fox thanked everyone for the invitation and praised the work of the network saying that the North West London regional network is important because it allows for local strategies to be implemented.  Services provided by Brent must be flexible and the needs of sufferers catered for.  Diane Brown will be taking the issues raised forward. 

 
Statement from Councillor Margaret Davine, Harrow Council
Cllr Davine welcomed the Information Booklet and said there is a need for information to be disseminated into the community.  The Information booklet plays a vital role in achieving this goal and is therefore very useful.  The booklet should be placed not only in surgeries and hospitals but also in libraries and supermarkets and other public places where both sufferers and carers can benefit. 
 
Statement from Judith Lockhart 

Message – The Information Booklet is an important route map for service users to services offered. Other areas, which need to be considered, are education and housing.  Congratulations to Mabel and the network.
A Carers View  - Catherine Afolabi
Ms Afolabi raised the point that GPs are the first point of call and they can improve the experiences, by referral and treatment.  She suggested the possibility of protocols to make other non-specialised staff more aware of the needs of Sickle Cell sufferers.  She voiced concerns over the lack of information, lack of awareness and lack of cleanliness, in hospitals and suggested improvements could be made within Social Services. She raised the issue that there was no Sickle Cell Centre in Westminster, which could provide practical help with filling out forms.  She also suggested a comprehensive list of services in one place, would be useful. 

 

Suggestions were made for standardised protocols to be implemented for both Thalassaemia and sickle cell sufferers in every hospital throughout the Sector.  
 
Councillor Ralph Fox said that lack of resources and communication constraint the success of such networks to some extent. However the Information Booklet is a good first step.   
 
 Session 4
Annual General Meeting of the Managed Clinical Network 

Introduction by Dr Zach de Beer, Director Public Health 

Dr de Beer began by outlining the review being undertaken of the network, and documents were disseminated providing specifications of the review.  The review started in June 2004 under Dr Stephen Farrow of Public Health Direct, an independent consultancy group. Dr de Beer went on to say that the outcomes of the review will provide an opportunity to influence both funding and policy decisions. The review is scheduled to end in September 2004.

 
Darren Williams, a patient representative, asked what guarantee sufferers had that the outcomes of the review and such meetings as the annual conference would be implemented?

He suggested contingency plans should be set up to encourage sufferers to attend the meetings and make contributions that are viable and helpful for improvement of the services.

Dr de Beer explained that lots of activities take place that will go on regardless. In terms of opportunities provided by the review, ultimately the PCTs fund what happens and will be asked in the future to pay for any changes in policy.  He went on to say that there is an opportunity for a common agreed policy, within the northwest sector.  He said that some of the issues relate to differences and variations in care, no guarantees can be made but everyone involved will make the best effort to force some clear decisions as a result of the review.
 
Dr Daye queried if all support groups had been invited to share the outcomes of the review and if a stakeholder’s list was available.
Dr de Beer explained that a list will be available but is not as yet.

 
Dr Daye pointed out that users need to be consulted to rate the efficiency of systems in place. She wanted to know what criteria are being used in the review to assess the efficiency, variation and equity across the sector.

 
Dr de Beer responded that he was not quite sure what models will be used 
 
Darren Williams queried who was responsible for support for sufferers
Dr de Beer explained that the responsibility to provide health services lies generally with the PCT, and they make decisions as to where funds are placed. In other areas there are voluntary organisations and centres that provide services, all efforts are made to work collaboratively with the voluntary organisations to provide an enhanced service all round.  If the point is why some organisations are not providing these services to the required standard the response would be that there are competing demands on the same resources.  
 
Darren Williams queried how the patients will benefit directly, and what is being done to resolve the issues they face

Dr de Beer responded that there is a process going on where there is an opportunity to improve things, and unfortunately this was not a meeting where decisions could be made and implemented.  
 
Councillor Davine suggested that it might be beneficial to invite the same people back, to get some continuity, and it was decided to try to extend invitations to as many organisations as possible, although this had been done in the past.   
 
Mrs Malkani, carer representative Harrow, pointed out that although services are being highlighted and developed, giving patients a choice is very important.  Raising awareness is extremely important, patients need to be made aware of what services are available to them.    She went on to say that raising awareness is not only responsibility of health professionals; it is moral duty of everyone.  Ms Malkani also said that these are primarily disorders, which are specific to certain cultures, which are non-western.  Therefore non-conventional methods needs to be employed to try and raise awareness of this and disseminate vital information to minority groups in ways, which are meaningful to them.  
Dr Asa’ah raised the point that in as much as the clinical services are being improved and developed, it is important not to forget that sufferers have individual needs within the community.  Other organisations need to be involved.  There is the need to support the patient in the community and resources need to be earmarked for the voluntary sector to enable this to happen.  Brent may want to follow the example of other councils, which earmark funding to implement services within the community, which reduce the burden of the clinical side.  
  
Mrs Malkani suggested that counselling for adolescents from an early age would reduce the stigma and labelling of having the need to see a psychiatrist, which may psychologically damage adolescent sufferers.  Psychological impact of the carer and sufferers needs to be taken into account and these issues need to be addressed from an early age. 
 
Jean Griffins, specialist nurse Hammersmith & Fulham PCT, reiterated the point that more counsellors are required to give sufferers the necessary level of support required in the community.  Other diseases have more support compared to Sickle Cell, which is more predominant within the sector.  Patient’s perspective needs to be taken into account.  A key issue is housing.  
 
Dr Alli  – Welcomed the pending review, however, made the point that none of the recommendations in the Newham report had been implemented following a similar review there.  It is hoped that the recommendations of the review will be implemented here.
She went on to say that a collaborative approach is required where everyone in the sector should use his or her influence to ensure this is not just an academic exercise.  Dr Alli suggested the review might well raise the political visibility of the disease.

 

Dr Daye queried whether there would be interviews in the review and if so whether it would were possible to see the structured questions in advance to be better prepared.
Dr de Beer responded there would be interviews and other mechanisms and that he was as of yet unsure of the structure and suggested she contacts Dr Stephen Farrow.

 
Dr Howard reassured Emma Quarshie that the views are not negatively biased towards specialist nurses and there is no hidden agenda
 
Dr Daye suggested that there should be transparency in the outcomes of the review and that the meeting should be open to all key stakeholders.
Dr de Beer agreed this was a good idea and would be fed back into system.
 

Closure

Dr de Beer in his closing comments commended the work of the network over the last three years and concluded that gaps in services have been highlighted and developments made to raise awareness and quality of services.  He acknowledged that both positive and negative comments had been made today, and that these would be fed back into the system.  He thanked Dr Alli and Mecheal Wickham for organising the conference and thanked all the representatives for attending.  

Annex1:  List of participants

THIRD ANNUAL CONFERENCE OF THE 

NORTH WEST LONDON HAEMOGLOBINOPATHY MANAGED CLINICAL NETWORK. 7thJULY 2004.
	
	Title
	Initial
	Surname
	Status
	Organisation

	1
	Ms
	Catherine
	Afolabi
	Resident of Westminster PCT
	 

	2
	Ms
	Hazel
	Alexander
	Head of Equality & Diversity, Kens & Chelsea PCT
	Kensington & Chelsea PCT

	3
	Dr
	Mabel
	Alli
	Network Coordinator, Brent PCT
	Brent tPCT

	4
	Mr
	Geoff
	Alltimes
	Managing Director, Hamm & Fulham Council
	Hammersmith & Fulham Council

	5
	Dr
	Kofi
	Anie
	Haemoglobinopathy Psychologist, Brent SC&T Centre
	

	6
	Ms
	Esun
	Araba
	Patient representative
	

	7
	Mrs
	Beatrice
	Babalola
	Specialist Nurse, Brent SC&T Centre
	Brent Sickle Cell & Thalassaemia Centre

	8
	Mrs
	Diane
	Brown
	Service Unit Manager, Brent Social Services
	Brent Council

	9
	Ms
	Marvelle
	Brown
	Asst Subject Head of Nursing, Thames Valley Uni.
	Thames Valley University

	10
	Dr
	Jackie
	Chin
	Director of Public Health, Ealing PCT
	Ealing PCT

	11
	Ms
	Sue
	Clarke
	Senior Sister, Charing Cross Hospital
	Charing Cross Hospital

	12
	Mr
	Andrew
	Collins
	Ambulance Services 
	 

	13
	Mr
	Ray
	Crooks
	Senior Training Officer, London Ambulance Services
	Newham Ambulance Station

	14
	Ms
	Phil
	Daly
	Roald Dahl Haemoglobinopathy Nurse, St Mary’s 
	St Mary's NHS Trust

	15
	Councillor
	Margaret
	Davine
	Harrow Council
	 

	16
	Dr
	Sharon
	Daye
	Assistant Director of Public Health, Hounslow PCT
	Hounslow PCT

	17
	Dr
	Zach
	de Beer
	Director Public Health, Brent PCT 
	Brent tPCT

	18
	Prof
	Inderjeet
	Dokal
	Professor of Haematology, Hammersmith Hospital
	Hammersmith Hospital

	19
	Ms
	Dorrett
	Mothersill
	Patient Representative, Brent PCT
	Brent Sickle Cell & Thalassaemia Centre

	20
	Ms
	Elaine
	Beresford
	Specialist Senior Social Worker, Hamm & Fulham
	London Borough of Hammersmith & Fulham

	21
	Dr
	Hind
	Elgindi
	Associate Public Health Trainee, Brent PCT
	Brent tPCT

	22
	Ms
	Jean
	Gaffin
	Chair, Brent PCT
	Brent tPCT

	23
	Ms
	Fiona
	Gartlan
	Snr Social Worker, Royal Borough Kens& Chelsea 
	Royal Borough Kensington & Chelsea

	24
	Ms
	Annette
	Gilmore
	European Haemoglobinopathy Register Coordinator CMH
	

	25
	Ms
	Sarah
	Gillott
	Senior Sister, Charing Cross Hospital
	Charing Cross Hospital

	26
	Dr
	Diana
	Hagger
	Associate Specialist Haematology, Charing X Hosp
	Charing Cross Hospital

	27
	Ms
	Reggie
	Haynes
	Senior Oncology Nurse, Charing X Hospital
	Charing Cross Hospital

	28
	Dr
	Jo
	Howard
	Consultant Haematologist, CMH
	CMH

	29
	Ms
	Fiona
	Howe
	User representative
	

	30
	Ms
	Monica
	Howell-Dawkins
	Social Worker, Hammersmith & Fulham
	London Borough of Hammersmith & Fulham

	31
	Dr
	Abbas
	Khakoo
	Consultant Paediatrician, Hillingdon Hospital
	Hillingdon Hospital

	32
	Mr
	Paul
	Knutson
	Children's Services Manager, Ealing PCT
	Ealing PCT

	33
	Dr
	Ethie
	Kong
	GP & PEC chair, Brent PCT
	 Brent tPCT

	34
	Dr
	Mark
	Layton
	Consultant Haematologist, Hammersmith Hospital
	Hammersmith Hospital

	35
	Ms
	Judith
	Lockhart
	Head User & Community Involvement, Brent PCT
	Brent tPCT

	36
	Mrs
	Sonoo
	Malkani
	Parent/Representative UKThalassaemia Society
	 

	37
	Ms
	Joanne
	Manson
	Senior Social Worker, SC&T Unit, Plaistow Hospital
	Sickle Cell & Thalassaemia Unit

	38
	Ms
	Moira
	Marks
	Midwife, Sexual Health Co-ordinator, Queen 

Charlottes & Chelsea Hospital 
	Queen Charlotte's & Chelsea Hospital

	39
	Dr
	Colin
	Michie
	Consultant  Paediatrician, Ealing Hospital
	Ealing Hospital

	40
	Mr
	Andy
	Morgans
	 London Ambulance Service
	London Ambulance Service

	41
	Dr
	Asa'ah
	Nkohkwo
	Director Sickle Cell Society
	Sickle Cell Society

	42
	Mr
	Declan
	O'Brien
	NHS SC&T  Newborn Screening Commissioning 

Manager for London
	Specialised Services Team

	43
	Mr
	Patrick
	Ojeer
	Parent/Carer
	

	44
	Councillor
	Ralph
	Fox
	Brent Council
	 

	45
	Ms
	Emma
	Quarshe
	Specialist Nurse, Hounslow PCT
	

	46
	Ms
	Polly
	Sandhu
	Patient Advice & Liaison Service, Brent PCT
	Brent tPCT

	47
	Ms
	Maureen
	Scarlett
	Community Nurse Specialist for Haemoglobinopathy, Luton PCT
	Luton PCT

	48
	Dr
	Susan
	Schonfield
	Consultant Specialised Commissioning, NWL, Hillingdon PCT
	Hillingdon PCT

	49
	Mr
	Paul
	Senbanjo
	User representative
	 

	50
	Ms
	Shola
	Shoyemi
	Junior Sister, Royal Free Hospital
	Royal Free Hospital

	51
	Mr
	Errol
	Stanislaus
	User representative
	

	52
	Mr
	Paul
	Townsend
	London Ambulance Service
	London Ambulance Service

	53
	Ms
	Daphne
	Turner
	Clinical Nurse Specialist, St Mary’s Hospital
	Child Development Service

	54
	Ms
	Joan
	Walters
	Lecturer Practitioner Child Health/Paediatric 

Haematology, King’s College Hospital
	Florence Nightingale School of Nursing & midwifery

	55
	Ms
	Viv
	Whittingham
	Social Service Manager, LB Hamm & Fulham 
	Hammersmith & Fulham Social Services 

	56
	Dr
	Olu
	Wilkey
	Consultant Paediatrician, North Middx Hospital
	North Middlesex Hospital

	57
	Ms
	Bolatoko
	Williams
	Community Interpreter/ User representative 
	 

	58
	Mr
	Darren
	John Williams
	Patient representative
	

	59
	Mr
	Dave
	Wright
	London Ambulance service
	London Ambulance Service

	60
	Mr
	David
	Whitmore
	Snr Clinical Adviser, London Ambulance Service
	


NWL Haemoglobinopathy 3rd Annual Conference ~ 7th July 2004
1

