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South East London and South East (SELSE) Haemoglobinopathy Coordinating Centre (HCC)
Network Terms of Reference
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1. Introduction
South East London and South East Haemoglobinopathy Coordinating Centre (SELSE HCC) supports the governance arrangements for the Operational Delivery Network of care of patients with Haemoglobinopathies covering South East London and South East of England.
The role of the HCC is to provide a coordinated leadership function, supporting SHT’s in the delivery of clinical care. It is not the HCC’s responsibility to provide care themselves but to support SHT’s and LHT’s to provide appropriate care instead.

The HCC will be responsible for coordinating, supporting and promoting a system-wide networked approach to the delivery of haemoglobinopathy services. This should assist the SHTs by providing support for the administrative aspects of networked care within its geographical area
The governance arrangements underpin the network to drive improved patient outcomes and the delivery of high quality care. 
SELSE HCC, previously known at STSTN (South Thames Sickle and Thalassaemia Network) launched in October 2011, although consultants from hospitals within the network had been meeting informally before that time. The network has strong links with hospitals across South East London and beyond; they continue to work together and provide guidance and support.
The network is coordinated by a Senior Network Manager and a core team of administrative and clinical staff.

2. Network Geography
Haemoglobinopathy Coordinating Centre 
King’s College Hospital NHS Foundation Trust
Guy’s and St Thomas’ Hospital NHS Foundation Trust

Specialist Haemoglobinopathy Teams
Lewisham and Greenwich NHS Foundation Trust
Croydon Health Services NHS Trust

Local Haemoglobinopathy Teams
Brighton and Sussex University Hospitals NHS Trust
Dartford and Gravesham NHS Trust
East Kent Hospitals University NHS Foundation Trust
East Sussex Healthcare NHS Trust
Maidstone and Tunbridge Wells NHS Trust
Medway NHS Foundation Trust
The network covers the geographical location of South London and South East England and provides care to over 4000 patients across the network.

3. HCC Responsibilities 
The overall aim of the service is to reduce levels of morbidity and mortality whilst improving the outcomes and experience of all Haemoglobinopathy service users, by reducing inequalities and improving timely access to high quality expert care and clinical excellence. The increasing life expectancy of individuals with these conditions means that the overall prevalence will rise, and services will need to develop to meet the changing needs and comorbidities developed throughout the service user’s lifespan. 

Provision of high-quality services will contribute to reducing the overall health inequalities experienced by those with Haemoglobinopathies. There is a high prevalence of haemoglobinopathies amongst patients from ethnic backgrounds, who are over-represented in deprived populations. Services will also need to adapt to meet the needs of this patient population. 

The key responsibilities of the HCC;

a) To enhance patient / carer input into service provision and increase understanding of a patient’s experience of SCD by a range of methods including; involving patients in network meetings, production of patient information sheets and offering patient awareness and feedback events.
b) Provide a specialist care service for complex cases. This will include a Network Multidisciplinary Department Meeting (MDM) with input from chosen specialists (e.g.- respiratory, cardiology).
c) Provide access to the NHP for rare or very complex cases and for approval of cellular therapies (after preliminary approval in the HCC MDM).
d) To support super-specialist clinics including renal, liver, obstetrics, orthopaedics, pulmonary hypertension, respiratory, neurology and urology.
e) To provide a peer support network and expert clinical advice to healthcare professionals working in other services.
f) Assist SHTs and LHTs in training and supporting medical, nursing and allied health care professional staff to a standard suitable for delivering health care to patients with SCD according to network-agreed guidelines. This will include provision of training materials and organisation of an educational programme for Consultants, GPs, Nurses, trainees and other healthcare professionals working with SCD patients across the network. 
g) Provide up to date and appropriate guidelines and shared care policy which will help the SHTs to ensure standardisation of care across the network.  These may be amended locally to help meet the needs of the local patients or make them workable within local services.
h) Assist SHTs and LHTs in ensuring that patients with SCD have equitable access and consistent pathways to all therapeutic and monitoring options as specified in network-adopted management guidelines
i) Responsibility for ensuring there is adequate access to exchange transfusions (both elective and emergency) across the network and that pathways and processes are in place so that patients can access these equitably and safely. 
j) Responsibility for overseeing the Trans Cranial Doppler (TCD) screening. This will be managed by a TCD lead who will ensure there are an adequate number of trained TCD practitioners across the network to provide equitable access for patients. 
k) Monitor quality of care by collating analysing and presenting quality metrics submitted by SHTs on a regular basis. This will include specialist commissioning quality standards, national haemoglobinopathy registry metrics, mortality and morbidity returns, national, regional and local audits. To share learning from clinical incidents / serious incidents / service improvements.
l) To encourage and support engagement of our network with the National Haemoglobinopathy Registry 
m) To disseminate information and raise awareness of ongoing research in the network, UK and internationally.
n) Collate and publish the Red Cell newsletter to highlight patient experiences and to update on the latest research and treatment news.
o) To actively participate, support and advise on peer review on service provision and National Service Review within the network as required.
p) Escalation of issues and/or business cases to the National Haemoglobinopathy Panel and/or NHSE and local commissioning groups to ensure sufficient funding streams for service developments to support the growing patient cohort (including workforce requirements). To support any providers with action plans against reports (for example commissioner action plans for improvement).
q) To support the wider development of Pan London Protocols (as applicable) to reduce variation across the region.

· These functions will be implemented in stages, and implementation will follow an annual programme of work as agreed with NHSE commissioners.
· The functions will be separately applied to adult and paediatric services.
· The HCC will have the flexibility to appoint constituent SHTs to take on some aspects of this work after discussion within the network and agreement with the relevant NHS authorities.

4. SHT Responsibilities 
The key responsibilities of SHTs:
a) Clinical guidance for specific LHTs as defined in the geographical remit section.  This includes a phone or email based advice and guidance service together with at least monthly MDT’s to discuss relevant cases (including out-of-hours emergencies).  
b) Monitor LHT compliance with network care pathways and treatment protocols (elective and emergency) 
c) Be open to working with HCC outreach teams and to provide honorary contracts and/or system access where needed. 
d) Adhere to the agreed network and shared care policies. Also to highlight instances where these are not followed and why. 
e) To highlight areas of non-compliance against peer review standards and to provide an action plan to address these. 
f) Attendance at the monthly network meetings. 
g) To contribute to the development of an annual programme of work across the network to address areas of concern. 
h) To engage with local patients and seek their involvement in developing the service and highlighting any problems. 
i) The SHT will ensure all consented patients in their network area are registered on the National Haemoglobinopathy Registry (NHR). The SHT and newborn screening laboratory will be responsible for ensuring all children identified by the neonatal screening programme are incorporated into the care system.
a. SHTs providing Outreach clinics at LHTs will be responsible for ensuring patients are registered on NHR and TCD & Annual Review records are entered onto the NHR. 
j) Provide details of all relevant audits being undertaken within the SHT and LHT’s and partake in regional audits and share data with the HCC.
k) Provide details of all relevant research projects and clinical trials within the SHT and LHT 

5. Reporting
The SHT will submit the data to the HCC and as below, most of the data is part of the national dashboard return submitted to NHSE, therefore it is anticipated that this will not be a significant additional burden on the SHT workload. This will be agreed at the biannual HCC business meetings to reflect the annual programme of work.
It is the responsibility of the Specialist Centre(s) to report directly within each Trusts Local Clinical and Managerial groups and report to NHS England London Region as the specialist commissioner. Below are the metrics that require reporting. 	Comment by DHILLON, Elissa (GUY'S AND ST THOMAS' NHS FOUNDATION TRUST): ? Specialist Haemoglobinopathy teams
	Metric
	To be reported

	Proportion of paediatric patients within at-risk group undergoing TCD monitoring
	Annually

	Percentage of attendances for sickle cell crisis where the patient was given pain relief by any healthcare professional within 30 minutes of presentation
	Annually

	Proportion of paediatric patients with sickle cell identified by neonatal screening entered onto the care pathway
	Annually

	Proportion of eligible paediatric patients offered/prescribed antibiotics at or before 3 months of age	
	Annually

	Proportion of patients who have had an annual review

	Annually

	Proportion of eligible patients with sickle cell known to paediatric services who are offered or currently on Hydroxycarbamide

	Annually

	Proportion of regularly transfused paediatric patients with sickle cell on simple top-up transfusions

	Annually

	Proportion of regularly transfused adult patients with sickle cell on simple top-up transfusions

	Annually

	Proportion of eligible patients identified at annual review referred for haematopoietic stem cell transplantation

	Annually

	Proportion of patients aged 16-18 years who have begun transition and transfer to adult services that have had a joint review meeting with adult and paediatric services to review their transition plan

	Annually

	Proportion of patients with sickle cell who have had a serious adverse event

	Annually

	Proportion of patients with sickle cell who have had a serious adverse event

	Annually


https://www.england.nhs.uk/commissioning/spec-services/npc-crg/spec-dashboards/

6. Working Arrangements
Network Core Meetings:
Business meetings: The full network (HCC, SHTs & LHTs) will convene bi-annually –to review care across the network, governance, agree strategy and an annual programme of work.  
Delivery meetings: The network SHTs will convene quarterly.
Strategy meetings: HCC hosts GSTT & KCH will convene monthly (except when Business or Delivery meetings take place).
The meetings will be chaired by the Senior Network Manager who will be supported by the HCC admin team to manage the:
· Administration and co-ordination of meeting agendas, papers and information as required.
· The meeting will be recorded in meeting notes and an action log. The meetings will be sent out in draft format within 20 working days of the meeting date and agreed at the following meeting. 
· Circulating papers for the next meeting 5 days prior to the next meeting date.

7. Membership
The HCC steering committee will be multidisciplinary with the following roles: 
	Network Role  
	Name  
	
Network Responsibilities
	Hospital Base  

	Lead 
(3 year term)
	Rachel Kesse Adu
	Set the strategic direction for the regional network and oversee the implementation of national Service Specifications.
Chair or participate in HCC Steering Groups and Business Meetings to monitor performance, finance, and risks.
Ensure robust clinical governance, including the reporting of incidents to the National Haemoglobinopathy Registry (NHR) and National Haemoglobinopathy Panel (NHP).
	GSTT  

	Deputy Lead
(3 year term)  
	Subarna Chakravorty
	Set the strategic direction for the regional network and oversee the implementation of national Service Specifications.
Chair or participate in HCC Steering Groups and Business Meetings to monitor performance, finance, and risks.
Ensure robust clinical governance, including the reporting of incidents to the National Haemoglobinopathy Registry (NHR) and National Haemoglobinopathy Panel (NHP).
	KCH

	Snr Network Manager
	Kathryn Innes
	The HCC Network Manager provides managerial leadership and support within the network and provides strategic direction and operational management for the network. 
Works with the network Lead Clinical professionals as part of a multi-disciplinary leadership team to lead the strategic and operational development of coherent and effective network arrangements, and delivery of a programme of work that addresses regional, local and national requirements. 
Manages and co-ordinates the work of the network, supporting the development of haemoglobinopathy services throughout the network
	GSTT

	Network Education Lead Nurse
	Reuben Samuel
	Provides visible senior clinical and professional Nursing leadership across the SELSE HCC Network leading on education and training, workforce development, service development, quality assurance and patient experience. Works collaboratively with the Network Clinical Leads & Nursing, Snr Network Manager, local Clinical Leads & Nursing, multidisciplinary teams and external partners, including patient groups.
· Workforce development, delivering Network- wide education and training, building specialist nursing capability and staff support.
· Lead in the development, integration, and continuous improvement of Haemoglobinopathy services across the Network, ensuring alignment with national standards, NICE guidance and best practice.
· Advocate for equitable, compassionate patient-centred care supporting patients and their families to make informed decisions, improving patient experience across the Network.
· Act as an expert advisor across the Network in service development, quality improvement, audit, innovation, including research and clinical trials as appropriate.
	GSTT

	Lead Nurse
	Olushola Shoyemi - GSTT
Virginia Tshibangu - KCH
	Responsible for ensuring hospitals within the network adhere to national standard and peer review requirements through protocol development, audit and risk management. 
Involved in developing and delivering training for ward staff, A&E departments and community nurses with the Network Education Lead Nurse.
Provide expert advice to non-specialist nurses within the region, ensure standardisation of care across the region and are involvement in the MDM specifically for complex case management, transition care and
	GSTT and KCH

	Education  
	Rachel Kesse-Adu  
Dale Sevier
	Develop and deliver a regional education strategy and training programme for healthcare professionals.
Resident Doctor training course
	GSTT  

	MDT
	Arne de Kreuk & Nick Fordham  
	Chair the Multi-Disciplinary Team (MDT) meetings to provide expert opinions on complex cases and ensure specialised advice is accessible network-wide.
	GSTT and KCH

	Adult Guidelines  
	Rachel Kesse-Adu / Sara Stuart-Smith / Tullie Yeghen  
	Provide expert clinical guidelines for the HCC with regular review via monthly Adult Guidelines Group.
	GSTT, KCH, LGT  

	Paediatric Guidelines  
	Samah Babiker / John Brewin / Sarah Wilkinson  
	Provide expert clinical guidelines for the HCC with regular review via monthly Paediatric Guidelines Group.
	GSTT, KCH, LGT  

	Research  
	Kate Gardner / John Brewin  
	Responsible for driving, coordinating, and supporting research initiatives within a regional network of specialist (SHT) and local (LHT) teams. 
Research & Strategy Development 
Clinical Trial Facilitation
	GSTT

	Transcranial Doppler  
	John Brewin  
	Responsible for ensuring the high-quality, standardised delivery of stroke risk screening for children with Sickle Cell Disease (SCD) across a designated clinical network. This role involves clinical, educational, and governance duties to ensure compliance with national standards.
	KCH  

	Data  
	Vacant  
	Responsible for overseeing the analysis and improvement of the quality of patient data across a specialized network of hospitals (specialist and local) to improve care for patients with SCD. 
They ensure that data is accurate, up-to-date, and compliant with national standards, such as the National Haemoglobinopathy Register (NHR) and Specialised Services Quality Dashboard (SSQD)
	GSTT  / KCH

	Annual Report  
	Kate Gardner / John Brewin  
	Responsible for compiling, analysing, and submitting the comprehensive annual report of the HCC's network activities, performance, and financial data to NHS England and the National Haemoglobinopathy Panel (NHP). 
This role ensures that the network is adhering to, and documenting compliance with, national quality standards and service specifications.
	KCH  

	Audit  
	Sarah Stuart Smith
	Responsible for driving, managing, and delivering the clinical audit and quality improvement programme for a network of specialised and local haemoglobinopathy services. 
They ensure that care for patients with Sickle Cell Disease, Thalassaemia, and Rare Inherited Anaemias meets national standards (such as NHR and NHS England requirements) and reduces unwarranted variation across the region. 
	KCH  

	Newborn Screening  
	Subarna Chakravorty  
	Responsible for ensuring the safe, effective, and equitable delivery of the Newborn Blood Spot (NBS) screening programme for sickle cell disease (SCD) and other hemoglobinopathies within a designated clinical network. 
They provide strategic leadership to improve screening performance, manage failsafe mechanisms to prevent missed diagnoses, and ensure timely referral of screen-positive infants into specialist care.
	KCH  

	PREMS 
	Subarna Chakravorty  
	Responsible for measuring, analysing, and improving the experiences of patients, families, and carers living with sickle cell disease, thalassaemia, and rare inherited anaemias across a defined regional network. 
Coordinating regular review of Patient Reported Experience Measures.
Collaborate with Patient and Public Voice (PPV) groups to ensure service developments are patient-centred and address the needs of the community.
	KCH  

	Patient Education  
	Samah Babiker
	Developing, implementing, and overseeing education strategies that improve the care, self-management, and knowledge of patients, families, and healthcare professionals within a designated network. 
Organising Annual Patient Education Day.
	GSTT 




If appropriate, meetings may also involve the following:

· Representation from NHS England London 
· Patient Representation
· Provider Management (General / Service Manager) 
· Public Health England 
· ICB Leads 
· Primary Care representatives

It is expected that each provider will send at least one representative to each meeting.
All members will receive the dates and invitation to the meeting, with a steer on the agenda on the target audience, e.g.: management need not attend all forums, however are welcome and for specific items it would be beneficial to the Network.

Terms of Reference will be reviewed annually to ensure the group maintains to function effectively.


8. HCC Link Clinicians

Each LHT (Adult and Paediatric) has a local Clinical Lead and a Link Consultant from GSTT or KCH.

	Hospital ​
	Clinical Lead ​
	Adult / Paed ​
	Multidisciplinary joint clinics  ​
	HCC Link Consultant ​
	HCC Link Trust ​

	Brighton + Sussex University Hospitals (Princess Royal Sussex, Royal Sussex County hospital) ​
	Tom Rider ​
	Adult ​
	Rachel Kesse-Adu ​
Shola Shoyemi ​
	Rachel Kesse-Adu ​
​
	GSTT ​

	Brighton + Sussex University Hospitals (Princess Royal Sussex, Royal Sussex, Royal Alexandra Children’s) ​
	Catherine Wynne ​
	Paed ​
	​
	Subarna Chakravorty​
	KCH ​

	Dartford and Gravesham NHST (Darent Valley Hospital) ​
	Natalie Heeney ​
CNS hazel campos  ​
	Adult ​
	Rachel Kesse-Adu ​
Neil Westerdale  ​
DVH team travels to GSTT for joint clinic ​
	Rachel Kesse-Adu ​
​
	GSTT ​

	Dartford and Gravesham NHST (Darent Valley Hospital) ​
	Suresh Kumar ​
	Paed ​
	Prof David Rees​
Ben Freedman​
	 David Rees​
​
	 KCH​

	East Kent NHSFT (Kent + Canterbury, William Harvey, QEQM Hospitals) ​
	James Clark ​
	Adult  ​
	None – they travel to HCC ​
	Arne De Kreuk​
	KCH & GSTT​

	East Kent NHSFT (Kent + Canterbury, William Harvey, QEQM Hospitals) ​
	Vacant (James Clark covering)​
	Paed ​
	​
	Nick Fordham​
	KCH & GSTT​

	East Sussex NHST (Conquest, Eastbourne) ​
	Abier Elzein ​
	Adult ​
	None – they travel to HCC ​
	Sara Stuart Smith ​
	KCH & GSTT​

	East Sussex NHST (Conquest, Eastbourne) ​
	Salah Mansy ​
	Paed ​
	​
	Samah Babiker​
	KCH & GSTT​

	Maidstone + Tunbridge Wells NHSFT (Maidstone Hospital, Tunbridge Wells Hospital) ​
	Clare Oni  ​
	Adult ​
	None – they travel to HCC (I think)  ​
	Kate Gardner​
	KCH & GSTT​

	Maidstone + Tunbridge Wells NHSFT (Maidstone Hospital, Tunbridge Wells Hospital) ​
	Jay Halbert ​
	Paed ​
	​
	Alison Thomas​
	KCH & GSTT​

	Medway NHSFT ​
	Gurung Sudarshan ​
	Adult ​
	Dale Seviar ​
Shola Shoyemi ​
Psychologist - TBC ​
	Dale Seviar ​
​
	GSTT ​

	Medway NHSFT ​
	Naser Ben-Ramadan ​
	Paed ​
	Prof David Rees​
Ben Freedman​
	 David Rees​
	KCH ​



9. Clinical Governance
General
HCC & SHTs are responsible for adhering to all aspects of clinical governance. The HCC will agree an annual audit programme and quality improvement projects and provide administrative support where required.
Training
SHT staff need to provide evidence of sufficient training as part of the peer review standards.  It is the responsibility of the local team to ensure their staff can attend relevant training. The HCC will be flexible in its provision of training to ensure as many staff as possible are appropriately trained.
Complaints 
Any complaint regarding the haemoglobinopathy service will be dealt with by the local provider. Should a second opinion be needed the HCC would be happy to review incident reports or complaints on an ad hoc basis.
SI’s and never events
SI’s and never events should be reported by the local Trust with notification sent to the HCC.  
Significant events 
Significant clinical events including deaths should be reported to the NHR by the relevant Trust and discussed at the network review and learning meetings.
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