NWL HAEMOGLOBINOPATHY MANAGED CLINICAL NETWORK

MINUTES OF FIFTH ANNUAL STUDY DAY

Date:

5th July 2006

Time:

9.30am – 4pm

Venue:
The Clay Oven, 197 Ealing Road

Chair:

Jean Bradlow, Director of Public Health Harrow PCT & Chair 



Network Board

Present:         Over 100 participants attended. See list in Annex1
1. BRITISH COMMITTEE FOR STANDARDS IN HAEMATOLOGY’S STANDARDS & GUIDELINES FOR CLINICAL CARE OF SICKLE CELL IN CHILDREN – DR JO HOWARD

· The standards have not yet been published – due out in Autumn this year.

· Document came into being through universal neo-natal screening.

· Aim to identify affected infants all over the country so that all sufferers should have same quality of care.

· Same quality of care across the country not achieved due to high and low prevalence in different areas.

· Document not aimed at high prevalence areas (e.g. Brent) but for low prevalence areas.

· No GPs in writing group, but standards were looked at by GPs in both high and low prevalence areas.

· Document is not complete set of guidelines – provides basic guidelines on care and managing crises for paediatricians and haematologists working in local units.

· Document is meant to give advice on what should happen after identification

· Document has 4 Audit Standards and 8 Recommendations [see document draft included in pack].

· The recommendations are not backed by trials.

· Document suggests formation of networks:
- local centres

- specialist centres

· People may not have all the services at local centres, but there should be clear guidelines on where to get those services.

· Transcranial Doppler Screening (TCD) – current provision is inadequate.

· Over 300 children across sector need screening and current capacity is under 50%.

· PCT should fund TCD screening.

· Hope to meet all standards except TCD screening.

· Cost analysis of TCD screening:
- Less as sufferers get older because risk of 

  stroke decreases as age increases.

- TCD scan ~ £250 privately at St Mary’s

- Routinely, should only cost ~ £50 per patient.

· No evidence for increase in thrush or antibiotic resistance when taking penicillin prophylaxis.

· Anyone without a draft of the Standard & Guidelines document can contact Dr Mabel Alli
2. UK THALASSAEMIA SOCIETY’S STANDARDS FOR THE CLINICAL CARE OF CHILDREN AND ADULTS WITH THALASSAEMIA IN THE UK – DR MARK LAYTON

· Main advance in clinical care is safe blood transfusions since 1960s.

· But risk of tissue damage through iron overload.

· Compliance with desferrioxamine (DFO) is related to survival.

· Need for clinical standards – newborn screening programme, but this raises more questions:
- how soon to be seen after birth?

- where to be seen and by whom?

- which patients need transfusion and when?

- what other support is needed?

· Access depends on where you live.

· Should be striving for equity and consistency in care for both children and adults.

· Primary goal to identify clear and comprehensive pathway for newly diagnosed babies, all children and adults, with a full range of services and support.

· Standards should be set for core care at local hospital/clinic.

· Recommendation for yearly review for overview of progress and to meet other sufferers.

· Recommendation for recording of services offered, and clinical outcome measures, using performance indicators.

· Funding for this needs to be secured.

3. BETTER OUTCOMES THROUGH AUDIT & EVALUATION – DR MABEL ALLI

· The managed clinical network (MCN) has been a success in NWL but no one else has replicated this success.

· Patients have been known to shop around for the best care.

· Yet to establish best practice in terms of diversity/racial equality.

· The Race Equality Scheme of each PCT should be a formal way of addressing these issues e.g. lack of trust between A&E staff and patients presenting with acute pain, especially young black males.

· To reduce ‘frequent flyers’ and the high cost of admissions, healthcare needs of SC & T patients should be mainstreamed in PCTs.

· Welcomes the idea of a hand-held record – this could be used as an example of best practice.

· Still only one social worker in the whole sector dedicated to SC&T (at Hammersmith & Fulham).

· Hand-held record launched in South London and would like the same in NWL.

· MCN Structure & Accountability: should show strategic leadership with framework for decision-making.

· Too many specialist nurses working in isolation – network is working to change this.

· More care and understanding without talking down to SC&T sufferers.

· More community care needed for patients with long-term conditions (LTCs).

· Better identification of Community Matrons needed.

· Avoiding A&E admissions through community care better for sufferers and more cost effective.

· Any ‘frequent flyers’ should be identified by the Community Nurse.

· However, there are cases when the patients need to go to hospital i.e. the problem can’t be managed in the community.

· Hub & Spoke model to better coordinate Specialist Nurse services.

4. LESSONS FROM THE SICKLE CELL SOCIETY DELIVERY PLAN

- VINCENT COX

· Regional Care Programme revealed that people wanted more respite care but by the time funding arrived the needs had changed.

· Main role is advocacy with care professionals.

· Keen to work with hand-held records.

· Highlighted that Mabel Alli is trying to secure funding for hand-held records in NWL.

· Sickle Cell Society struggling to provide nationwide services because there are only 10 staff.

· Struggling to attract volunteers for respite work.

· Asked for people to spread the word about need for volunteers for respite work.

· Possibility of selling the hand-held records to patients brought up (to avoid funding issue), but it was felt that this should be universally funded to achieve coordination and structure in the scheme.

· Suggestion to approach retired nurses and midwives for volunteer work.

5. LESSONS FROM THE UK THALASSAEMIA SOCIETY DELIVERY 

PLAN – ELAINE MILLER

· Hand-held records are available for thalassaemia sufferers – anyone wanting details can contact the UKTS.
· A copy of the standards is online and can be downloaded.

· Meetings to hear from the sufferers being held around the country.

· These meetings have flagged issues surrounding disparities in services in different areas e.g. lack of annual reviews of endocrine tests.

· General perception that services deteriorating e.g. more overcrowding and less hygiene during blood transfusion treatment.

· Screening is very good but more services needed to care for those identified through screening.

· Patients are afraid to question treatment from healthcare professionals.

6. LESSONS FROM PATIENTS & CARERS DELIVERING CARE AT 

HOME & IN THE COMMUNITY

· Paul Senbanjo – Ealing Hammersmith & Fulham Support Group

· Errol Stanislaus – Ealing Hammersmith & Fulham Support Group

· Sonoo Malkani – Carer Rep at Harrow PCT

· Carol Nwosu – Sickle Cell & Young Stroke Survivors Support Group

All spoke about their support groups and experiences as sufferers and carers.

COMMENTS FROM THE FLOOR

· Identification of pain relief so it can be adequately treated at home to prevent hospital admission.

· Blood transfusions should be arranged so that children do not miss school.

· There should be teaching in schools with teachers to raise awareness.

· Saturday group for children started in Southwark – contact Carol Nwosu for details.
7. INTEGRATED WORKING AT PCT LEVEL: PANEL DISCUSSION

- DAVID KEMSLEY, CHRISTINE REEVES, DR SHAMINI GNANI,

DR DIANNE ADDEI

DA:
- Services need to be in place to pick up increased workload, especially 


now with contraction of staff/services in NHS.


- Standard needs to be implemented everywhere for uniform good quality of


care.


- Wants to implement network of hospitals where SC&T patients are seen .


- Has contacted UK Haemoglobin Screening Programme (Allyson Streetley)

group and will give out her main contact details at St

Guy’s Hospital to anyone who wants them.

SG:
- Involvement of GPs is quite removed because antenatal care is a midwife-


 controlled service.


- Some pregnant women are presenting late and women are being encouraged

to present earlier.


- More could be done with GPs in pre-pregnancy i.e. planning


- More counselling needed when testing due to the genetic nature of SC&T - 


GPs don’t always feel they have time to do this adequately.


- With regard to screening, who is best placed to do it at what point?  There 


has to be a solution that goes across the board, is improved and is sustainable.

DK:
- Haemoglobinopathy is one of the key specialised services for the future


- New Strategic Health Authority in London has come into being – wants to


see closer working together in London.


- Wants imaginative and effective ways of keeping people out of hospital.


- Wants groups to keep in touch with local PCTs that what they are doing is


keeping people out of hospital.

Question:
How can the voluntary sector get more funding – especially for the

hand-held records?

CR:
- Useful for voluntary organisations to align themselves with larger national


organisations who have more influence with national government.


- Parents should also be more forthright in asking healthcare professionals to 


fill out the red books – better use of an existing tool.

SG:
- Voluntary organisations could put together business plans (this could be 


for the hand-held record proposal).


- Advised approaching local government for lobbying.

DA:
- Advised contextualising the hand-held record proposal in terms of 


‘inequality’.


- Hook in local authorities, social services as well as healthcare professionals.

Annex1:  List of participants – 

NW London Haemoglobinopathy Managed Clinical Network Study Day July 2006

	No
	  NAME
	
	JOB TITLE
	ORGANISATION

	1
	ADDEI Dianne
	Dr
	Consultant in PH
	Croydon PCT/ NHS Sickle Cell & Thalassaemia Screening Programme

	2
	AGYEMAREG Georgia
	
	Health Visitor
	College Road Clinic, Brent tPCT



	3
	AIMIUWU Edith
	
	Sickle Cell &Thalassaemia Specialist Nurse
	North Middlesex Hospital, Haringey,

NC London

	4
	ALLI, Mabel
	Dr
	Network Coordinator, Public Health Dept
	Wembley, Brent tPCT

	5
	AMOFA Vida


	
	User representative
	Ealing, Hammersmith & Fulham PCT SC & T Patient  Support Group

	6
	ANDREW Annette
	
	Social Worker

Childcare Disability
	Hammersmith & Fulham Social Services, LBHF

	7
	APPLEBY Helen
	
	SC & T Specialist  Nurse
	Guy’s/St Thomas’  Hospital

	8
	BERESFORD

Elaine
	Mrs
	SC & T Specialist Social Worker
	London Borough of H’Smith & Fulham

145 King Street,

London W6 9XY

	9
	BRADLOW, Jean
	Ms
	Director of  Public Health
	Harrow PCT

	10
	CHAINANI, Martin
	
	Carer rep (sickle cell)
	Ruislip, Hillingdon PCT

	11
	COKER Aquete
	
	Carer 
	24 Nottingwood Hse

Clarendon Road

London W11 4JQ

	12
	COLE Claudette
	
	Parent/carer
	90 Carlton Crescent, Luton LU3 1EW Beds.(Sister of Joyce Mclery)

	13
	COX,  Vincent
	
	Dep Director Sickle Cell Society, 
	www.sicklecellsociety.org
54 Station Rd Harlesden , London NW10 4UA

	14
	DALEY Sheila
	
	SC & T Specialist Nurse
	Sheffield PCT

	15
	DOKAL  Inderjeet 
	Prof
	Consultant Haematologist
	Hammersmith Hospital



	16
	DIEDRICK Rosemary
	
	Carer
	24 Nottingwood House

Clarendon Road

London W11 4JQ

	17
	DUNN DI
	
	Cancer/ SC & T Specialist  Nurse lead
	Hammersmith Hospital 

	18
	DUNNE Sadie
	
	Social Worker
	H/Fulham Disabilities Team –Social Services Dept

	19
	FRICKER Stephanie
	
	Specialist School Nurse
	Grove Park School,

Grove Park,

Kingsbury NW9 OJY. Brent tPCT

	20
	GAFFIN,   Jean

OBE
	
	Chair 

Brent  Teaching PCT
	Brent Teaching PCT

	21
	GANDHI Ajay
	
	User Rep
	Ealing PCT

	22
	GARNETT Cynthia
	
	Health Visitor
	Brent tPCT

	23
	GEORGE Rawlda
	
	Professional Facilitator Health Visitor.
	116 Chaplin Road

Wembley

HAO 4UZ, Brent tPCT

	24
	GNANI,  Shamini
	Dr
	GP/locum Consultant Public Health
	Camden PCT & Brent tPCT



	25
	HALSTEAD Holly
	Dr
	Specialist Registrar Public Health 
	Barnet PCT

NC London

	26
	HERRIOTT Catherine
	Ms
	Health Advocate & Referrals Officer
	Harrow Council for Racial Equality

	27
	HOWARD Jo
	Dr
	Consultant Haematologist
	Central Middlesex Hospital

	28
	IWUJI Paschal
	Mr
	Project Manager
	Community  Healthy Care, 

Community Resource Centre, Willesden, NW6. (Brent )

	29
	JOHNSON Ursula
	Ms
	Health Visitor
	Sure Start, Brent tPCT

	30
	KEMSLEY, David
	Mr
	NW London Specialist Commissioning Lead
	Hillingdon PCT

	31
	LARNDER Sara
	
	Community  Nursery Nurse
	Sure Start, Brent tPCT

	32
	LAYTON, Mark
	Dr
	Consultant Haematologist
	Hammersmith Hospital

	33
	MALKANI


	Mr
	Carer representative
	Harrow 

	34
	MALKANI Sonoo
	Mrs
	Carer representative

(Thalassaemia)
	55 Central Avenue

Pinner

Middlesex

HA5 5BT, Harrow

	35
	MANSOOR, Iqbal
	
	Chair

Brent Heart of Gold Support Group & Expert Patient Tutor
	Brent tPCT

	36
	MARDIA, Renuka
	Mrs
	Carer representative


	81 Princess Avenue

Kingsbury 

NW9 9JN, BRENT tPCT

	37
	ADEPEJU Maria
	
	Parent/Carer
	Brent tPCT

	38
	McLEARY Joyce
	
	Health Visitor
	Helena Rd Clinic, Brent tPCT

	39
	McLENNAN, 

Margaret
	
	Manager

Brent Integrated Pathways (Long Term Conditions)
	116 Chaplin Rd, Wembley

Brent  tPCT

	40
	MENSAH Sharon
	
	SC & T Specialist Nurse
	Ealing SC & T Unit, Windmill Lodge, Ealing Hospital

	41
	MILLER, Elaine
	
	Representative UKTS
	www.ukts.org
UK Thalassaemia Society, 19 The Broadway, Southgate Circus, London N14 6PH

	42
	MITCHELL Robert
	
	Asst Director

Equalities & Health Improvement
	North Central London Strategic  Health Authority, 170 Tottenham Crt Rd

	43


	NATHWANIS
	
	Thalassaemia User Rep
	Harrow

	44
	NELSON Ruth
	
	User rep
	Ealing Hamm & Fulham SC & T  Patient Support Group

	45
	NWOSU Carol
	
	Project Director of Sickle Cell Stroke Survivors Gr
	Sickle Cell & Young Stroke Survivors,S E London

	46
	OCHI Stella
	
	Patient/member of Stroke Survivor Project
	Sickle Cell & Young Stroke Survivor, Brixton, SW London

	47
	OJEER, Patrick


	
	Carer rep
	Ealing Hamm & Fulham  SC & T Patient Support Group 

	
	OJEER, Robert
	
	Patient rep
	Ealing Hamm & Fulham Support Gr

	48
	OLADIPUPO, Jumoke
	Ms
	Health Visitor
	Perrin Road Clinic

Perrin Road

Wembley

HAO 2NW, BRENT t PCT



	49
	ONI, Lola

OBE
	Ms
	Professional Services Manager, Brent Sickle Cell & Thalassaemia Centre
	122 High Street

London 

NW10 4SP, BRENT tPCT

	50
	OWUSU-NKWANTABISAH Grace
	
	Comm Nursery Nurse
	Clinical Services Dept,

Brent tPCT

	51
	PARNELL Gloria
	
	Health Visitor
	Chalkhill H.Centre

Brent tPCT

	52
	RAIITHATHA Mima


	
	Carer rep 
	Harrow PCT

	53
	REEVES, Christine
	Ms
	Children & Maternity Services Lead
	Westminster PCT

	54
	SENBANJO, Paul


	
	Patient rep
	Brent tPCT

	55
	SHOGUNLE Rahmatallah
	
	Health Visitor
	Perrin Rd Clinic, Brent tPCT

	56
	STANISLAUS Eroll
	Mr
	      Patient rep
	Ealing Hamm & Fulham Patient Support Group

	57
	TANDOH Hetty
	
	Patient rep 
	 Ealing, H & F Patient  Support Group.

	58
	TELESFORE Beverley
	
	SC & T Specialist  Nurse
	Bromley Hospital, Kent

	59
	THAPAR Neelam
	
	User Rep
	Harrow PCT

	60
	Vishakha, Lakhani


	
	 User rep
	Harrow PCT

	61
	WARD,  Cherril
	
	SC & T Specialist Nurse
	Riverside SC & T Centre, Richford Gate Health Center, Hammersmith & Fulham PCT

	62
	WEARING Mandy
	
	Ward Manager
	St. Mary’s Hospital

	63
	WILLIAMS , Christine
	
	NHS Sickle Cell & Thalassaemia Screening Programme, London 
	SW London Strategic Health Authority, Wimbledon

	64
	WILLIAMS,  Sarah
	
	School  Nurse, Kingsbury  locality
	Brent PCT

	65
	WILSON Joan
	
	
	Brent Homelessness

Shelter

	66


	YONG, Sue
	
	Clinical Lead, Community Nursing 
	Brent PCT

	
	THOSE WHO REGISTERED ON THE DAY
	
	
	

	67
	SAMAROO Deva
	
	Brent Race Forum Community Network
	Brent 

	68
	COLLINS Andrew
	
	User rep
	Ealing Hammersmith & Fulham

SC & T Patient  Support Group

	69
	FERGUSON Cora
	
	User rep
	Ealing Hammersmith & Fulham

SC & T Patient  Support Group

	70
	SILUMBE Josephine
	
	Ward Sister
	St. Mary’s Hospital

	71
	FASSIS Chris
	
	User rep
	Harrow

	72
	Nan Oliver
	
	Oncology Unit, Novartis
	

	73
	Dr Jonathan Sykes 
	
	Clinical Development Advisor, Novartis
	

	74
	ESHUN Araba
	
	Carer
	Hounslow PCT

	75
	Ghelani Amit`
	
	Patient rep
	Wembley - Brent

	76
	GHELANI Bina
	
	Carer rep
	Wembley - Brent

	77
	HALL Gloria
	
	SC & T Specialist Nurse 
	Greenwich PCT, SE London

	78
	INONIYEGHA Joyce
	
	Community Children’s Nurse Manager
	Ealing Hospital

	79
	MITCHELL Joan
	
	Haemaglobinopathy link nurse
	Gloucestershire Hospital

	80
	TELEFORD
	
	Specialist Nurse Counsellor
	Greenwich  PCT, SE London

	81
	OSAH, Vicki
	
	Physio Nurse
	Brent PCT

	82
	NTOW Rita
	
	Support Worker
	London Borough Hamm & Fulham

	83
	EDWARDS Carol
	
	SC & T Specialist Counsellor
	Sutton & Merton NHS PCT, SW London

	84
	OFORI Susan& Gifty
	
	Carer rep 
	63 Exmouth Rd, Ruislip, Middx HA4 0UH. Gifty.ofori@lbhf.gov.uk


	85
	GILHAM Pippa
	
	
	Wandsworth  PCT, SW London

	86
	MATHEW Mark
	
	Patient rep
	

	87
	SCHONFIELD Susan
	Dr
	Consultant Public Health

NWL Specialised Commissioning Group
	Hillingdon PCT

	88
	BOWEN Lindon
	
	Patient rep
	

	89
	WHYTE Sharon
	
	LBHF Social Services
	Chelsea & Westminster

Hospital

	90
	FOULKES Jane
	
	School Nurse
	Brent PCT

	91
	SEMUGABI, Winnie
	
	School nurse
	Brent PCT

	92
	SMALL Crystal
	
	Specialist nurse
	Merton Sickle Cell & Thalassaemia Centre, SW London

	93
	VALENTINE Eula
	
	Social worker
	Merton Sickle Cell & Thalassaemia Centre, SW London

	94
	AFRIFA, Sofia
	
	
	North Middx Hospital, NC London

	95
	AMPONSAH Yvonne
	
	Home & Community Care
	Brent Social Services

	96
	DANIEL, Wilma
	
	
	Barnet & Chase Farm Hospital,

 NC London

	97
	SELMAN

Regina
	
	
	Barnet & Chase Farm Hospital, 

NC London

	98
	MUSA, Florence
	
	Carer
	Brent

	99
	WHITTINGHAM

Vivienne
	
	Physical Disabilities Team Manager
	London Borough Hamm & Fulham

	100
	MORJARIA

Rantill
	
	User rep
	Brent Indian Association

	101
	GREEN

Miriam
	
	User rep
	Brent

	102
	LEMBE

Floresse
	
	User rep
	Kongolese Center for Information & Advice (JENINA PROJECT), Brent

	103
	ADETUNJI

Jide
	
	User rep
	Brent

	104
	McEWEN

Elsie
	
	User rep
	Brent

	105
	LEWIS

Paul
	
	User rep
	Brent

	106
	NICHOLAS

Parris
	
	User rep
	Ealing, Hamm & Fulham Patient Support Group

	107
	Foulkes

Jayne
	
	Health Promotion Team in school nursing
	Barham House, Brent PCT, Wembley. Tel: 020 8795 6179

	108
	MATHARU

Mark
	
	Patient rep-Thal major
	Mbmgroupuk@aol.com


RECOMMENDATIONS FROM NWL HAEMOGLOBINOPATHY NETWORK STUDY DAY 2006 –SICKLE CELLCARE (GR1)

	High impact, easy to do, activities for cost savings from sickle cell frequent admissions
	What already doing
	Benefits
	Barriers to achieving easy to do activities
	Next steps and overcoming barriers

	HI-LE: Penicillin prophylaxis – encourage compliance, increase information
	Started more GP and parental education
	Preventing infection
	GPs not giving prescriptions for a long period time, storage of medication
	Provide education to GPs & GP staff. More education for parents. Free prescriptions.

	HI-LE: Medic Alert bracelets to highlight allergies
	Bracelets available
	Correct/prompt treatment
	Lack of information. Cost.
	DOH funding for bracelets. More education re: penicillin allergy

	HI-HE: Priapism – impotence & psychological effects, relationships
	Very little awareness amongst healthcare professionals
	Reduces impotency
	Embarrassment when talking to healthcare professionals
	Less stigmatisation.  More education and awareness.

	HI-LE: Communication – workshops with professional and support groups
	Nothing with regard to stroke in out-patient care
	Empowerment of parents and suffers
	Lack of awareness.  Lack of involvement of other departments.
	Open communication.  Hand-held records.

	HI-LE: Psychological management
	Some psychological input
	Better quality of life and self-confidence
	Not enough clinical psychologists. Listen to children sometimes.
	Communicate appropriately.  Ask for my opinion

	HI-HE: Creating awareness in pre-pregnancy – advice at FP /Wellwoman clinics
	Advice being given but inconsistent
	Increased awareness and informed choices
	Whose responsibility?
	Clear lines of responsibility/pathways. Education programmes.


HI – high impact
LI – low impact

HE – high effort

LE – low effort

GROUP-WORK ANSWER SHEET: ACCESS TO BETTER QUALITY OF LIFE (GR2)

	High impact, easy to do, activities for cost savings from sickle cell frequent admissions
	What already doing
	Barriers to achieving easy to do activities
	Next steps and overcoming barriers
	What PCT support is required?

	HI-HE: Establish one-stop clinic for children with sickle cell
	Already some input from MDT e.g. psychologists and scanning. Already multi-disciplinary clinics for adults
	Time for MDT meetings – not lunch hr! Identifying who should be part of one stop clinic & what facilities.  Cost.
	Identify: lead clinical champion, resources needed.  Work with MDT stakeholders. Contact commissioners.
	Develop service level agreements. Trust Support in developing appropriate service.

	HI-LE: Develop and roll-out A&E assessment tool to study length of waits for analgesia, patient care during crises.
	Very small pilot undertaken. More patients receiving pain control at a quicker rate.
	Agreement on assessment tool by all. Time – educate staff, collect / analyse data. Access to A&E staff. Willingness to cooperate.
	Sell idea to Haem Team. Devise tool. Assess workability.  Pilot tool in hospital.
	Audit Team. Help in rolling out across care pathway. Effective use of proforma assessment docs in hospitals.

	HI-HE: Political lobbying and media exposure
	Sickle Cell Week. Support groups running events. White Paper reports. New SHA.
	Cultural – not recognised by wider white communities. Patients not voicing their disease.
	Know right channels to get media support. +ve discrimination. High profile person’s support.
	Restructuring healthcare. Audits. Mimic best practice used by other charities. Work with govt.

	HI-HE: Education and information
	Some information in some areas in some languages
	Communication difficulties e.g.different languages
	Lobby PCT for funding. Target main languages in area.
	Funding. Support training programmes. Coordination. Higher priority.

	MI-ME: Specialist Community Nurse to provide care
	Ltd no. Specialist / Paed / Community Nurses
	Funding. Coordination of networkk staff. Training and education.
	Proposal. Feasability study. Business case. Appoint Project Manager
	Acknowledgement. Funding. Joint funding between acute and PCT.

	HI-LE: Dignity in care
	Disability Discrimination Act.  Essence of Care.
	Lack of monitoring / auditing
	Listen & acknowledge patients
	Implement policies / procedures. Be proactive.


HI – high impact
MI – medium impact
 LI – low impact

HE – high effort

ME – medium effort
LE – low effort

GROUP-WORK ANSWER SHEET: THALASSAEMIA CARE (GR3)

	High impact, easy to do, activities for cost savings from thalassaemia frequent admissions
	Areas that need to be addressed
	Benefits
	Barriers to achieving easy to do activities
	Next steps and overcoming barriers

	HI-LE: Support groups for patients – more support in a hands-on, local way
	National – but not local

Ealing & Hammersmith weighted towards sickle cell due to numbers
	Community support. Stops feeling of isolation. Family support. Helps with common concerns. Social. Educational. Shared experiences. Feedback to staff for improving services.
	Centralised care. Own social groups – don’t want structure. Cost. Time. Group leaders and premises. Staff not always supportive.
	Flyers. Enlist help of hospital staff. Target parents of newly diagnosed children. Sponsorship for meetings. Timescale (probably 1 year)

	HI-HE: Training of staff
	Methodologies. Appreciation of expert patients. Networking with external agencies e.g. social services. Locate the individual in the process.
	Patients not being passed from pillar to post unnecessarily. Auditing for improvements.
	Funding. Project management. Timescale. Reviewing / maintaining interest
	Sharing previous methods that have worked.  Centre of Excellence. Introduction of rapid electronic records.

	HI-ME: Raising of awareness of thalassaemia with employers
	Treatment plan. Approx time at hospital. What is current policy and procedure on carers leave & implementation? What support is available?
	
	Cost. Unsympathetic employers.
	Education. Websites and links. Media. Up to date literature. Set up sub-group to take plan forward. 3-5 year plan reviewed yearly.


HI – high impact
MI- medium impact
LI – low impact

HE – high effort

ME- medium effort
LE – low effort

 70 PEOPLE PARTICIPATED IN GROUP WORK:

LIST OF MEMBERS IN GROUP TASKS WHO PUT DOWN THEIR NAMES
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 GROUP 3 (15)
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