MINUTES OF ANNUAL CONFERENCE OF THE NWL HAEMOGLOBINOPATHY MANAGED CLINICAL NETWORK

Date:

2nd July 2003

Time:

9am – 12noon

Venue:
Board Room Brent PCT located at Wembley Centre for Health & Care, 



116 Chaplin Rd, Wembley, HA0 4UZ

Professor Elizabeth Anionwu opened the meeting by welcoming everyone.  She then introduced Jean Gaffin (Chair of Brent PCT).  Jean said she was glad to be present and to see the patients’ point of view represented at the meeting.  Elizabeth then introduced Dr Mike Soljak and invited him to start with his talk.

Clinical Networks: Perspectives on the NHS Plan, and Plans for the Sector – Dr Mike Soljak

Dr Soljak presented some definitions of the clinical network, but focused particularly on the Dept. of Health description.  He then described the key objectives of clinical networks.  He pointed out the approach in Scotland, where clinical networks are replacing trusts by April 2004.  He highlighted the importance of sharing information and learning from each other using network functions, and making sure that the 7 pillars of clinical governance are being implemented.  He showed a listing of the 22 clinical networks in North West London.  Each should clarify their service and how they intend to improve.  He stressed the importance of avoiding bureaucracy and remaining focused.  He advised anyone who wanted more details to feel free to contact him.

Questions:
How to acquire resources for the network?



Dr Soljak advised that boundaries could be crossed in order to draw in



resources from a wider area.  The network can provide expertise in

certain areas not covered.

Establishing the NWL Haemoglobinopathy Clinical Network: Achievements & Plans for the Future – Dr Mabel Alli

Dr Alli first defined the network and how it was formed.  She then listed the aims of the network – integrated, uniform care close to patients’ homes.  The focus was on the search for excellence and quality.  She described pockets of inequality caused by insufficient data capture and the important need for the network to address this problem.  She showed a listing of the nine facilities for sickle cell / thalassaemia in North West London.  She highlighted the gap at Central Middlesex where there is no specialist social worker and a search for funding is taking place.  She illustrated the importance of this role by reiterating a conversation with a thalassaemia patient’s mother, who expressed a wish to have a social worker close to the family to stay in contact with the family as the child grew up.  She then gave a rough outline of the structure of the register.  The register is currently being piloted at 3 hospitals i.e. Hammersmith, Ealing and West Middlesex University Hospital.  A database administrator would be needed for data entry on all patients diagnosed by the neonatal screening data.  She then provided the results of this during the last year.  A shared clinical database / data entry system would be needed – unlike the EHR model.  Dr Alli listed the upcoming initiatives which included: funding for Brent PCT to extend the Register; St Mary’s Hospital to join the Register; and Specialist Nurse (screening) funding for St Mary’s Hospital.

Patients’ Account of the Effects that SC&T have on their lives: A Child’s Perspective – Emma Quarshie

Ms Quarshie read from a presentation prepared by an 11-year-old sufferer of sickle cell in a workshop for child sufferers and their siblings.  She explained that this particular child had not been diagnosed until the age of 9, and had therefore experienced a lot of pain before she was diagnosed.  She talked about the feelings of this sufferer and her brother.  Professor Anionwu said that more should be done to explore the impact of sickle cell on families.

Patients’ Account of the Effects that SC&T have on their lives: An Adult’s Perspective – Cynthia Garnette

Cynthia Garnette described herself as a ‘survivor’ of sickle cell.  She spoke about how she has developed her own strategies for living with sickle cell, with regard to concerns such as housing, finances and career.  She described some of the planning needed in everyday life, such as her need to have a bathroom downstairs in the purchasing of houses.  She said that information played very important part.  She said that she would like outside support especially as ‘everyone thinks I’m about to die’.  She said she was at one point particularly concerned by the prospect of any of her children carrying the trait marrying someone with abnormal haemoglobin.  She thinks the screening of children to make them aware and prevent this would be beneficial.  She was encouraged to take the Disability Living Allowance, and described how it has made her life easier e.g. blue parking badge, transport money.  She now encourages others to apply for the Disability Living Allowance also.  However, she highlighted that the forms are difficult to complete and support should be provided in this area.  She also said that patients should be made aware of more cost-effective means of buying prescriptions. She talked of the importance of good housing, diet and planned living in managing sickle cell / thallasaemia.  Professor Anionwu spoke of the Ealing project to inform teenagers that they are carriers and the changes to prescription charges.

Updates: Clinical Protocol Group – Dr Jo Howard

Dr Howard described the group, its aims and its priorities.  She said the group is eager to hear from anyone who wants to get involved with the protocol work.  She then gave a description of the protocol on how to handle sickle cell crises in adults.  She wants the protocol to be launched in hospitals within the next few months.  Dr Alli is to visit hospitals at the end of the year to see how the protocol is being implemented.  Suggestions regarding the protocol are always welcomed and new protocols are to be developed.  It was also pointed out that protocols are not mandatory – they should be used as guidelines.

Questions:
Does oral or intravenous morphine work better with children?



Dr Howard said that oral morphine worked better with children and 



The Cochrane Report supported this.



Are there future plans to address thallasaemia using protocols?



Professor Anionwu highlighted the role of networks in this.  Dr George 



Hughes also said that emphasis should include the needs of the

thalassaemia patients.

Updates: Register Project Board – Dr Mark Layton & Priscilla Plocki

Dr Layton told the meeting that the register had identified approximately 730 patients from the four hospitals in North West London who joined the register so far, and 70% had given their permission for their data to be collected and used.  This was a high number and demonstrated a high level of cooperation, as only 6% declined.  He described the aim of the register – the accurate sharing of information for service planning and audit, to impact on future research.

Ms Plocki showed the demographic information from the register.  She highlighted the large number of under 20 year-olds in Ealing and West Middlesex (approximately two thirds) and spoke of the value of such information for service planning.  She showed European HB Registry Consent Summary, where only 2% of those informed refused consent.  She spoke of recording patients’ movements through the NHS Strategic Tracing Service (NSTS).

Questions:
A query regarding possible double counting of patients and bearing of these figures on the total figure for the sector.

Ms Plocki said that the numbers had not yet been updated and the

working number is 778 for the four hospitals on the register.

Linkage with NHS Plan: From Screening to Clinical Care – Dr Allison Streetley

Dr Streetley thanked and congratulated the North West London for their contribution.  She spoke of the political imperative – development/improvement of linkage and the need to work on the patients’ perspective.  She said that national screening of newborns became nationwide in February 2002.  She highlighted that sickle cell and thalassaemia are more common than cystic fibrosis (particularly in London) and that this has implications for funding.  She spoke of the process for implementing antenatal screening, and the need to link newborn and antenatal screening results.  She informed the group that there is no ‘one size fits all’ model – different models need to be used taking into account the prevalence in the specific area.  She spoke of the Newborn Policy Framework and Antenatal Policy Framework (details on website).  She said that the Dept of Health needs to sort out provision of services as well as screening.  She drew attention to the need to recognise that the Specialist Centres in London will support patients from a wider area.  Processes in place to link training and development.  She ended by stressing the need to look towards the future as the number of sufferers is increasing.

Questions:
A query regarding clarification between existing Specialist Centres and new Specialist Centres.
Dr Streetley said the new Specialist Centres would include both

clinical and support aspects.  There is no set definition yet and there

will be variations.

Who is taking part in the UK Forum? (question to Dr Moira Dick

South East and South West London sector

Users, laboratory personnel, nurses, doctors, patients.

How to measure standards?

There are models to aim towards e.g. cervical screening model.

“An Open Consultation for a London-wide Perspective of Haemoglobinopathy Services from Screening to Clinical Care” – led by Professor Sally Davies

1. Specialist Issue
· None have full service

· How do you get recognised as Specialist Centre?  Bed numbers?

2. Register
· 70% gave consent, losing 30%?  Only 2% refused consent when informed.  Data being collected only needs consent for audit/research purposes – can be used within hospitals for service delivery without consent.

3. Specialist Areas
· CNS disease

· Will stop patients shopping around

· Neuroeducation in children and adolescents

· Social and housing

4. Protocols
· Should be MDT – not only clinical.

· Protocols and guidelines should contain more than just medical e.g. psychological, social services, housing.

· Non-specialised issues but need concerted effort.

· Fair Access to Care Services to upgrade services patients get from Social Services, but could disadvantage patients too if their needs deemed low.  Services not only not good enough, but also changing.

5. Schools & Academic Performance
· Neuroeducation concerns

     6.
Performance Monitoring Framework

· For getting Trusts to monitor standards.

· Who will performance manage at PCT level?

· Importance of clinical governance and patient forums.

    7.
Accessing Social Welfare

· Financial help

· Blue badge
· Project Group to look at where benefits are at the moment and advise.
   8.
Communication

· Internet Cafes.
· Using other modern IT systemsto reach young adults.
· Adolescent Project Services Group
· Too much focus on acute cases in adults – others falling through the net.
   9.
Role of Primary Care

· Design protocols for frequent non-attendees of OPD.

· Linkage with NH Screening Programme framework implementation.

· Linkage with Race Equality Groups

· Linkage with LHO

· National drive for recruiting Specialist Nurses – especially outside London.

· Career structure for nurses via District Nurses across London

· Guidance – where is there money? What changes?

· Need to high profile role of Primary Care under ‘Enhanced Services’ within Dept of Health New GP Contract

  10.
Broadening Horizons

· North Central London not quite where North West London is according to Dr Anne Yardumian.

· The strategy should be North West London getting from where it is to nationwide.

· Paediatric Services Project Group

· Lessons to be learnt from cancer model – treating patients as close to home as possible, therefore structuring model around patients.  NWL protocol development based on this, but can formalise it with clear referral pathway.

Steps for Joint Commissioning of Haemoglobinopathy Services 2004/5 – David Kemsley

Mr Kemsley introduced himself as he was new to the post of sector lead for Specialist Commissioning and had only been in place for the last 3 months.  He said he was at the meeting to find out the progress so far and the aims for the future.  The questions for him were how to move ahead and develop services?  How commissioning as a tool can help to achieve these goals?  He said that his remit was to meet with the PCT to work out the outcome and today’s meeting and move forward.  He stressed that it was important to understand the commissioning process as not being an obstacle.  Commissioning is linked to service redesign.  He wants to make sure that links between PCTs, Trusts and clinics are not adversely affected.  Specialist Commissioning needs input from those involved for a more holistic approach.  Commissioning to fit into model of service – not the other way around.  He ended by saying that the challenge was to maintain momentum, and not to get bogged down with untangling money and activities.

Clinical Uses of the Register – Annette Gilmore

Ms Gilmore showed an example of the form for collecting data.  She informed the group that the data is stored in the PATS database using Microsoft Excel.  She showed an example of the type of data collected (using Patient X), which produced a short summary, which could be put in the patient’s notes and given to the patient for their own information.  The data can be used to monitors trends over time.  She then showed an example of data collection for Monitoring of Hydroxyurea Treatment (which also uses PATS and Excel).

Questions:
Would it be useful for patients on hydroxyurea treatment to get 



together?



Dr Kofi said that he is involved in studying compliance because it is hard to get the adults to get together.  He put forward the idea of getting adolescents together to talk to adults.

Closure

Professor Anionwu stated the most important role of the network in the next 3 years as improving delivery of agreed standards of service.  Wider groups are to come on board to share current and new developments.  Every sector should network with each other for pan-London benefit.  She drew the group’s attention to the new website which should be ready on 04/07/03 at www.haemoglobinopathy.org.  She then thanked everyone for their attendance and input and closed the meeting.
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