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MINUTES OF FOURTH ANNUAL NETWORK  DAY JULY 2005

Executive summary

Introduction

69 stakeholders met on July 6th 2005 to discuss ways of unifying haemoglobinopathy services in North West London. 
Recommendations and an action plan

A summary of the recommendations is provided on this page.

 The full minutes are on pages 2-7  and list of participants on pages 8-9. 

 A. Reduction Emergency Occupied Bed Days (EOBD)

recommendations:

· Early intervention

· Education – family education and hand-held records.

· Social / housing / employment.

· Community Matrons to look after very high-risk patients.

· Special ways of keeping in touch with adolescents e.g. text messages.

· Focus groups targeting schools, colleges and universities.

· The Sickle Cell Society-sponsored holiday as a way of keeping in touch.

· Help for young adults in making the transition into the next stage of life e.g. housing, employment.

· Day units – care coordination teams.

· Better out-of-hours care e.g. information for on-call GP, making a Community Nurse available.

· Better psychiatric services.

· Specialist clinics e.g. for chronic pain.

· Better access to pain medication – free prescriptions.

· Better analysis of information by healthcare workers to identify at-risk sufferers.

B. Proactive Services Towards Supported Self-Care

recommendations:
· Education:
before service delivery and ongoing

for users 

age appropriate (more patient involvement and self-care)

· Awareness

· Direct payments:
awareness & access

· Support groups – sufferers should have their voices heard

· Good standards

· More services like those provided by Dr Anie, the clinical psychologist in Brent

· Genetic counseling especially at the pre-natal stage.
MINUTES OF FOURTH ANNUAL NETWORK  DAY

Date:
          6 July 2005

Time:
          9.30am – 4.30pm

Venue:
          Clay Oven Banqueting Hall, 197 Ealing Road, Wembley, Middx

Participants:   A total of  68 people came including clinicians, nurses, patients,  

                        carers, PCT & local  council managers,voluntary organisations etc. List   

                        of names is attached
Introduction

Jean Griffiths welcomed everyone to the Fourth Annual Network Day.  She highlighted the main aim as unifying haemoglobinopathy services in North West London.

Opening Remarks

Jean Bradlow stated 4 main objectives:

1. Providing high quality services with consistency

2. Involvement of carers and users in influencing the way forward

3. Making sure the Network provides support for the sectors providing services

4. Joint planning of services

Haemoglobinopathy Services: Achievements & Workplan 2005-6: Dr Mabel Alli

· Each year since the Network started in June 2001, other parts of London have

been invited to the North West London Network.

· Patients appreciate networks because it provides them with a forum to make their voices heard.

· The Network supports both neo-natal and antenatal screening – mothers should be diagnosed pre-birth.

· Work still needs to be done with Health Visitors and on the Pain Score.

· There was a suggestion of links between the Network and Community Nurses.

Q:
How to make sure protocols are known about within the health service e.g. in


A&E?


Mabel confirmed that a government survey revealed that many sufferers 


Complained about not being believed / understood when it came to pain treatment.


Training and awareness of protocols will have to be improved.

Supporting Primary Care in Their Role: Dr Ethie Kong

· Dr Kong has been a GP in Harlesden for 19 years.

· Sickle Cell and Thalassaemia are very prevalent in Harlesden.

· Her aim is to raise awareness, improve care and move towards standardized care.

· In her surgery, she has created a register of carriers.

· This register is compiled by screening the at-risk population, screening with the surgeries family planning services and when couples come for counseling.

· Through the register she is able to make sure all patients have adequate knowledge and prophylactic advice.

· She runs a patient participation group.

· She thinks there are a number of ways to improve knowledge for sufferers and clinicians:

1. Adequate pain management – repeat prescriptions for pain medication

2. What to do about infections?

3. Appropriate immunizations

4. Tracking of crises within sufferers

Q:
How to raise awareness of the good things going on in her practice to other GP


surgeries?


Start in areas with high prevalence and risk, by sharing her work with her GP


colleagues through educational forums.  Spreading the word wherever she gets a


platform to speak.  Incorporates it with basic patient care.  Sickle cell counselors


should also play a big role in informing GPs.  

NHS Haemoglobinopathy Screening Programme Standards: Christine Williams

· Although there have been changes in the last 20 years, it is up to the Network to keep pushing forward.

· Officially the whole of London is high prevalence.

· NWL has the only regional screening programme nationally, therefore the rest of London has been looking to the NWL for models to replicate.

· The collection of data should start with those interacting with sufferers.

· Sickle cell and thalassaemia screening should not be looked at in isolation from other screening programmes.

· Development of literature: a booklet for new parents has just been developed, and a leaflet for fathers is being worked on.

· All sickle cell and thalassaemia centers will be given some funding for training.

· Through Pegasus, people of different abilities will have the opportunity to pick up the training at different levels.

· Any healthcare professional can become an Associate Member of STAC (Sickle Cell & Thalassaemia Association of Counsellors).

· STAC have a website and monthly newsletter.  The STAC AGM is on 8 July 2005 at Friends House, Euston.

Lay Perspectives in the Development of Haemoglobinopathy Services: Vincent Cox and Elaine Miller

Vincent Cox:

· Services are still dependent on which hospital a sufferer is treated at and the treatment is patchy.

· It is important to look for a standard approach when sufferers present at A&E, especially with regard to pain.

Elaine Miller:

· Talked about the publication of ‘Standards for the Clinical Care of Children & Adults with Thalassaemia in the UK’.

· The publication is to be revised again in 18 months.

· To obtain a copy of the publication, call the UK Thalassaemia Society: Tel 020 8882 0011.

· Please send all comments and suggestions to the UK Thalassaemia Society 

Email:office@ukts.org.

Panel Discussion: Conclusions from the 2004 Review Report: Dr Jo Howard, Viv Whittingham, Delores Williams, Annette Gilmore, Mabel Alli and Jean Griffiths

Viv Whitttingham:

· Suggested having specialist social workers to deal with sickle cell and thalassaemia sufferers.

· Pleased with the progress of the Network and interested in future Network progress.

· Highlighted that a main challenge is the speed at which there have been changes in the health services and social services – feels that these 2 sectors have been bombarded.

· Feels that the national service framework needs looking at.

· Interested in how local authorities and the health service can work together to provide the best service.

Delores Williams:

· She is a parent representative.

· Still feels that there is a lack of support and education with teachers and nurses, especially within school.

· Thinks that counseling should focus on the emotional side as well as the physical pain – feels that there is not enough support in this area.

· Mabel stated that all boroughs should be following the model set by Viv’s borough (H&F).  H&F have a dedicated social worker at the moment.  A dedicated social worker in other boroughs could even be just part time.  There could perhaps be a few of these dedicated social workers across the boroughs.

· Lola stated that she had two dedicated social workers for Brent for 3 years (1997-2000)  through project funding, but couldn’t maintain them because the local authority would not pay.

· Jean Bradlow pointed out that all children’s services will come together, and the Network needs to recommend how these issues can be managed through children’s services.  Specialist nurses will be key in this area.

· Tony Elson (LG rep to the DOH) stated that a Director of Children’s Services for each borough will be appointed by 2008.

· Dr Howard said that work is being done to get equality of services with regard to counseling.

Q:
What is the role of School Nurses and Health Visitors regarding help in sickle cell 


thalassaemia education within schools?


Very few school nurses attend training/courses/teaching programmes.  Work


should be done with specialist nurses to help with this issue.  It is difficult for


school nurses to take time out of their schedules for training.  A pack has been


launched to send out to schools.  Anyone wanting a copy should contact Jean


Griffiths.  Tony stated the White Paper Pack commitment to provide more funding


for school nurse education.  Viv said that the Children’s Trust in H&F was in its


early days, so they would have to wait to see how it develops in the future.  She


said that it was hard for the public to know who to contact regarding various


issues e.g. they think the social services are the local authority.  The bureaucracy


can be a problem for sufferers so all efforts should be made to clarify and simplify


things.

Annette Gilmore:

· At the moment the funding for the register is unstable.  It is currently being funded ad hoc by charitable organizations.

· The register has proved to be a good clinical tool.

· It is good for service planning, needs assessment and better care.

· It would be a good source of data for future projects e.g. an audit.

· It is the only sickle cell thalassaemia register in the UK.

· It is mainly focused on NWL but not restricted to only NWL.

· All efforts are being made to find stable future funding for the register.

· At the moment it only has funding until September 2005, but Annette is confident of finding funding for after September.

· The register has a website and would like to develop within this an area giving information on out-of-hours services.

Points from the Floor:

· Vincent: trying to extend ‘Hand Record’ initiative started by UKTS, adapted by Hounslow.  Has produced ‘Not Another Lazy Child’ booklet to inform schools.

· Parents need help in various matters such as how to claim Disability Allowance, and finding out where specialist nurses are and how to contact them.

· Dr Howard: wants the development of Haemoglobinopathy Cards to enable quick A&E response.  Proposed a Regional Centre as a solution to joined-up care.

Q:
Is money being topsliced for haemoglobinopathy from specialist commissioning?


Jean Bradlow to investigate.  However, all haemoglobinopathy lab work has been


funded through this. 

Q:
Education for sickle cell thalassaemia prevention?


Screening is to give choices, not necessarily prevent births.  Preferrably done pre


conceptually, but, failing that, antenatally.  There should be education for young


adults with regard to whether they may be carrying the trait and what their options


are.

Long Term Conditions – NHS  and Social Care Model: Steve Arnold, SHA

· Long term conditions (LTC) are enduring, non-curable, needing treatment and often progressively worsening.

· LTC will be a major focus of the NHS for the next period.

· So far the NHS has been dealing with LTC by being reliant on secondary services.

· 4 out of 5 GP visits are regarding LTC.

· Work being done in Ealing shows that working closely with sufferers helps with the correct taking of medication.

· The focus is on proactive services and catering to individual needs.

· Dr Howard did not feel that the pyramid diagram was representative of sickle cell thalassaemia.

· Dr Anie felt that levels 2 and 3 of the pyramid are interchangeable.

· Lola questioned how to quantify how useful specialist nurses are i.e. by dealing with issues themselves, they were saving the NHS money in the long-run.

· Sufferers should be made aware of the protocols.  If a sufferer knows what the protocol is, there can be more investigation into why a protocol was not followed.

· All hospitals in NWL have acute pain protocols and there can be audits from the data.

Q:
Who is accountable when it comes to use of protocols?


Patients are entitled to a copy of the protocols.  The Community Matron will play


a part in this.  The role will be a cross between a nurse practitioner and a social


worker.

Group 1: Perspective from Users

3 main questions:

1. List things that are good for healthy and better living?

2. List barriers and ways of overcoming them?

3. List the benefits of support groups?

1)
* Take medication


* Diet and fluids


* Be aware of limitations on employment


* Outpatient appointments especially adults


* Exercise


* Knowledge and education especially from an early age at school


* MOT – preventative service


* Diary of experiences – service users and carers

2)
Barriers:


* Access to services


* Finance e.g. mortgages and insurance


* Employment discrimination


* Transport


* Disruption to benefits


* Prescription charges


* Claiming disability allowance


* Isolation e.g. schools


* Stigma

Overcoming Barriers:


* Named support worker (social worker)


* Age-specific support groups


* New Deal for disabled people


* Learning lessons from other conditions e.g. diabetes


* Open consultations with children and young people


* Diaries


* Health plans e.g. for schools

3)
* Raising awareness of resources, services, etc.


* Networking – meeting other sicklers


* Developing coping strategies


* Empowering service users and carers


* Working to overcome stigma

Group 2: Alternatives for Reduction Emergency Occupied Bed Days (EOBD)

Things to do:

· Early intervention

· Education – family education and hand-held records.

· Social / housing / employment.

· Community Matrons to look after very high-risk patients.

· Special ways of keeping in touch with adolescents e.g. text messages.

· Focus groups targeting schools, colleges and universities.

· The Sickle Cell Society-sponsored holiday as a way of keeping in touch.

· Help for young adults in making the transition into the next stage of life e.g. housing, employment.

· Day units – care coordination teams.

· Better out-of-hours care e.g. information for on-call GP, making a Community Nurse available.

· Better psychiatric services.

· Specialist clinics e.g. for chronic pain.

· Better access to pain medication – free prescriptions.

· Better analysis of information by healthcare workers to identify at-risk sufferers.

Group 3: Proactive Services Towards Supported Self-Care

· Education:
before service delivery and ongoing

for users 

age appropriate (more patient involvement and self-care)

· Awareness

· Direct payments:
awareness

access

· Support groups – sufferers should have their voices heard

· Good standards

· More services like those provided by Dr Anie, the clinical psychologist in Brent

· Genetic counseling especially at the pre-natal stage
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                   LIST OF PARTICIPANTS BY JOB-TITLE

JOB TITLE

	1. 
	
	HELEN
	HOSKING
	ANTENATAL SCREENING PRACTITIONER, HILLINGDON HOSPITAL

	2. 
	
	MADDIE
	SMITH
	ANTENATAL SCREENING TEAM, BEDFORDSHIRE &  HERTFORDSHIRE  HA 

	3. 
	
	CHRISTINE
	WILLIAMS
	NHS SICKLE CELL & THAL SCREENING PROGRAMME, LONDON

	4. 
	
	MARVELLE 
	BROWN
	ASSISTANT HEAD OF NURSING, THAMES VALLEY UNIVERSITY 

	5. 
	
	VINCENT
	COX
	ASST. DIRECTOR, SICKLE CELL SOCIETY

	6. 
	
	LOLA
	ONI
	NURSE DIRECTOR, BRENT SICKLE CELL & THALASSAEMIA CENTRE

	7. 
	
	MOIRA
	MARKS
	MIDWIFE, QUEEN CHARLOTTE’S AND CHELSEA HOSPITAL

	8. 
	
	ELAINE
	MILLER
	 REPRESENTATIVE, UK THALASSAEMIA SOCIETY

	9. 
	
	JEAN 
	GAFFIN
	CHAIR, BRENT TEACHING PCT

	10. 
	
	SUSAN
	SCHONFIELD
	CONSULTANT - SPECIALIST COMMISSIONING, LSCG , HILLINGDON PCT

	11. 
	PROF
	INDERJEET
	DOKAL
	CONSULTANT HAEMATOLOGIST, HAMMERSMITH HOSPITAL

	12. 
	DR
	TULLIE
	YEGHEN
	CONSULTANT HAEMATOLOGIST, WHIPPS X HOSP, NE LONDON SECTOR

	13. 
	DR
	JO
	HOWARD
	CONSULTANT HAEMATOLOGIST, CMH

	14. 
	DR
	MABEL
	ALLI
	NETWORK CO-ORDINATOR, BRENT TPCT

	15. 
	
	ANNETTE
	GILMORE
	EUROPEAN  HAEMOGLOBINOPATHY  REGISTER CO-ORDINATOR, CMH

	16. 
	
	JEAN
	BRADLOW
	DIRECTOR PUBLIC HEALTH, HARROW PCT

	17. 
	DR
	JUDITH
	STANTON
	AG DIRECTOR PUBLIC HEALTH, BRENT TPCT

	18. 
	DR
	SHARON
	DAYE
	AG DIRECTOR PUBLIC HEALTH, HOUNSLOW PCT

	19. 
	DR
	EDEM
	TETTE
	DEPT OF CHILD HEALTH, BRENT TPCT

	20. 
	DR
	TANYA
	AVERY
	 GP, WEMBLEY PARK DRIVE,  BRENT TPCT

	21. 
	DR
	JOAN
	ST JOHN
	GP,  THE LAW MEDICAL GROUP PRACTICE, WEMBLEY

	22. 
	DR
	ETHIE
	KONG
	GP, CHURCH END MEDICAL CENTRE, WILLESDEN & PEC CHAIR

	23. 
	
	CAROL
	HALL
	HEAD OF COMMISSIONING, EALING PCT

	24. 
	
	ROSIE
	WASKETT
	HEAD OF TUTORING FAMILY SERVICES, HAMM & FULHAM PCT

	25. 
	
	JUDITH 
	LOCKHART
	HEAD OF USER & COMMUNITY INVOLVEMENT, BRENT TPCT

	26. 
	
	CECILIA
	ALLIE
	HEALTH VISITOR, CRAVEN PARK CLINIC, STONEBRIDGE, BRENT TPCT

	27. 
	
	TRUDY
	BERNARD
	HEALTH VISITOR, CHILDREN’S SERVICES, BRENT TPCT

	28. 
	
	ENA
	DICKSON
	HEALTH VISITOR, COLLEGE RD CLINIC, PRESTON, BRENT TPCT

	29. 
	
	ELVETA
	DRYSDAL
	HEALTH VISITOR, CHILDREN’S SERVICES, BRENT TPCT

	30. 
	
	GRACE
	ESSI-ACHAEMPONG
	HEALTH VISITOR, COLLEGE RD CLINIC, PRESTON, BRENT TPCT

	31. 
	
	CYNTHIA
	GARNETT
	HEALTH VISITOR, WEMBLEY CENTRE FOR HEALTH & CARE, BRENT TPCT

	32. 
	
	URSULA
	JOHNSON
	HEALTH VISITOR, SURE START SOUTH KILBURN, BRENT TPCT

	33. 
	
	AMA
	OWUSU
	HEALTH VISITOR, CARYL THOMAS CLINIC, HARROW PCT

	34. 
	
	MARCIA 
	PINNOCK
	HEALTH VISITOR, KILBURN, BRENT TPCT

	35. 
	
	PUNI
	PHILLIPS
	HEALTH VISITOR, COLLEGE RD CLINIC, PRESTON, BRENT TPCT

	36. 
	
	MARGARET
	AKINPELU
	STUDENT HEALTH VISITOR, BRENT TPCT

	37. 
	
	RAWLDA
	GEORGE
	HEALTH VISITOR PROFESSIONAL  FACILITATOR, BRENT TPCT

	38. 
	
	TONY
	ELSON
	LOCAL GOVT. ADVISOR, DOH

	39. 
	
	PAUL
	SENBANJO
	PATIENT REPRESENTATIVE  HAMMERSMITH HOSPITAL

	40. 
	
	SONOO
	MALKANI
	 PATIENT  REPRESENTATIVE HARROW PCT

	41. 
	
	ROLAND
	COLE
	PATIENT REPRESENTATIVE  HAMMERSMITH HOSPITAL

	42. 
	
	DORRETT
	MOTHERSIL
	PATIENT  REPRESENTATIVE  CMH

	43. 
	
	PATRICK
	OJEER
	PATIENT REPRESENTATIVE  HAMMERSMITH HOSP

	44. 
	
	DOLORES
	WILLIAMS
	PATIENT  REPRESENTATIVE EALING HOSPITAL

	45. 
	
	GLORIA
	MAUGHAN
	PATIENT REPRESENTATIVE CMH

	46. 
	
	VICKI
	OSAH
	PHYSIOTHERAPIST, BRENT TPCT

	47. 
	DR
	KOFI
	ANIE
	PSYCHOLOGIST, BRENT SICKLE CELL & THALASSAEMIA CENTRE

	48. 
	
	MONICA
	DECKON
	SENIOR DIVN NURSE SPECIALIST MEDICINE, NORTH MIDDX HOSP, NC LONDON SECTOR 

	49. 
	
	VIV
	WHITTINGHAM
	 SOCIAL SERVICE MANAGER,  LONDON BOROUGH HAMM & FULHAM

	50. 
	
	MONICA
	HOWELL-DAWKINS
	SOCIAL WORKER, LB HAMM & FULHAM

	51. 
	
	MARILYN
	NATHAN
	PAEDIATRIC NURSE, NPH, HARROW PCT

	52. 
	
	CHERRIL
	WARD
	SPECIALIST  NURSE, KENSINGTON & CHELSEA PCT

	53. 
	
	SHARON
	MENSAH
	SPECIALIST  NURSE, EALING PCT 

	54. 
	
	LAUREN
	WILLIAMS-HO
	SPECIALIST MIDWIFE, NPH, HARROW PCT

	55. 
	
	JEAN
	GRIFFITHS
	SPECIALIST NURSE, HAMM & FULHAM PCT

	56. 
	
	EMMA
	QUARSHIE
	SPECIALIST NURSE, HOUNSLOW PCT

	57. 
	
	MAUREEN
	SCARLETT
	SPECIALIST NURSE, BRITTANIC HOUSE, LUTON PCT, SOUTH BEDFORDSHIRE

	58. 
	
	ELAINE
	BERESFORD
	SPECIALIST SENIOR SOCIAL WORKER, HAMM HOSPITAL  AND PCT

	59. 
	
	HELEN
	APPLEBY
	SPECIALIST SICKLE CELL NURSE, ST THOMAS’ HOSPITAL, SE LONDON SECTOR

	60. 
	
	PHIL 
	DALY
	SPECIALIST NURSE  HAEMOGLOBINOPATHIES, ST MARY’S HOSPITAL

	61. 
	
	EILEEN
	HALLIDAY
	SPECIALIST NURSE, CAMDEN & ISLINGTON  SC& T CENTRE, N C LONDON SECTOR

	62. 
	
	LIN
	CHAPPELL
	NURSE, CECIL PARK CLINIC, HARROW PCT

	63. 
	
	LENORE
	MARCANO
	 HARROW PCT

	64. 
	
	BARBARA
	FRANCES
	EALING PCT

	65. 
	
	JOYCE
	INONIYEGHA
	COMMUNITY CHILDREN’S NURSE MANAGER, EALING HOSPITAL

	66. 
	
	STEVE
	ARNOLD
	DIRECTOR INTEGRATED CARE, NW LONDON HA

	67. 
	
	LUCINDA
	BROWN
	COMMUNITY REPRESENTATIVE, HILLINGDON AFRICAN-CARRIBEAN ASSOCIATION

	68. 
	
	HAZEL 
	CALLENDER
	COMMUNITY REPRESENTATIVE, HILLINGDON AFRICAN-CARRIBEAN ASSOCIATION

	69. 
	
	RUFFINA
	MC INTYRE
	COMMUNITY REPRESENTATIVE, HILLINGDON AFRICAN-CARRIBEAN ASSOCIATION
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