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Guidelines for reviewing participation in the National Confidential Enquiry into Patient Outcome and Death and implementing NCEPOD recommendations
Preamble

This tool has been produced to help trusts review their participation in the National Confidential Enquiry into Patient Outcome and Death, (NCEPOD), and their implementation of NCEPOD recommendations.

This paper describes how NCEPOD works, how trust staff should engage in the Enquiry, and what actions trusts should take when a new NCEPOD report is released. The paper is intended to help trusts:
· improve the care of patients by ensuring that clinicians and managers are aware of new NCEPOD reports as they are released

· meet the requirements of the Central Negligence Scheme for Trusts.
Background

The National Confidential Enquiry into Patient Outcome and Death carries out studies into aspects of care in all areas of medicine except obstetrics (covered by the Confidential Enquiry into Maternal and Child Health - CEMACH) and mental health (the national confidential inquiry into suicide and homicide by people with mental illness – NCISH). CEMACH has primary responsibility for studies into child health, but some NCEPOD studies do collect data on the care of children.
The aims of the Enquiry are to review clinical practice, to identify remediable factors in the care of patients, and to make recommendations for clinicians and managers to implement. The results of the Enquiry have widespread applicability because NCEPOD collects data from all hospitals in England, Wales, Northern Ireland, the Isle of Man, Jersey, Guernsey, the Defence Secondary Care Agency, and from participating private hospitals.
The GMC states that participation by doctors in the Confidential Enquiries is one of the elements of Good Medical Practice. The Department of Health has stated that all doctors will participate in the work of the Confidential Enquiries. The Clinical Negligence Scheme for Trusts expects the Trust Board or Governance Group to review NCEPOD recommendations as part of their risk management activities.
Feeding back data

NCEPOD studies are confidential so NCEPOD will not feed back to a trust data that could be traced to an individual clinician. However NCEPOD is keen to help trusts assess their overall performance, so aggregated unidentifiable data are returned to trusts along with comparative data from the whole study database whenever possible.
NCEPOD Self-assessment checklist

	Principal Recommendations
	Is it met? Y/N/Partially/Planned
	Comments (Examples of good practice or deficiencies identified)
	Action required
	Timescale
	Person responsible

	In our multi-racial society, it is essential that all doctors should have a basic understanding of the implications of thalassaemia and sickle cell trait.

(General Medical Council)

	
	
	
	
	

	As a minimum, the Department of Health guidance regarding vaccination and prophylactic antibiotics should be followed in order to prevent sepsis from

hyposplenism. (Primary Care Trusts)


	
	
	
	
	

	A multidisciplinary and multi-agency approach is needed in the ongoing pain management of patients with sickle cell disease – essentially this takes place outside hospitals for the majority of patients. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Regular assessment of acute pain, sedation and respiratory rate should be undertaken and recorded for all patients admitted with sickle cell disease. The frequency of these observations should reflect the degree of pain and dose of opioids administered, to allow recognition of opioid overdose. The development of “track & trigger” systems would greatly enhance better pain control and patient safety. (Clinical Directors)
	
	
	
	
	

	All staff should be aware that people with sickle cell disease are subject to the diseases that other patients suffer from as well. If there is uncertainty as to whether the problem is sickle cell related, advice should be sought from an experienced clinician. (Clinical Directors)


	
	
	
	
	

	All sickle cell disease patients should have a carefully maintained fluid balance chart for the duration of their admission. (Nurses)


	
	
	
	
	

	Patients with sickle cell disease or beta thalassaemia major should be managed by, or have access to, clinicians with experience of haemoglobinopathy management. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Healthcare centres responsible for the management of patients with haemoglobinopathies should have access to protocols/guidelines from their regional specialist centre. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Cause of death in sickle cell disease patients must be better evaluated, whether by clinicians reviewing the records and writing a death certificate or by pathologists performing an autopsy. Clinicopathological correlation is critical in this complex disease. (Clinicians and Pathologists)

	
	
	
	
	

	A national database of patients with

haemoglobinopathies should be developed and maintained, to include standardised information on death, for regular audit purposes. (DH)

	
	
	
	
	

	All Other Recommendations
	Is it met? Y/N/Partially/Planned
	Comments (Examples of good practice or deficiencies identified)
	Action required
	Timescale
	Person responsible

	Sickle cell trait and thalassaemia trait should rarely be included on the death certificate; and if included this should only be after review by an individual who has experience in haemoglobinopathies. (Pathologists)


	
	
	
	
	

	All children with sickle cell disease should receive pneumococcal vaccination according to national guidance and regular penicillin prophylaxis from the age of three months. Regular review in a specialist centre is advised. (Primary Care Trusts)


	
	
	
	
	

	Patients should be encouraged to understand the importance of regular review to optimise the management of their condition. (Primary and Secondary Care Trusts)


	
	
	
	
	

	There needs to be clear recording of vaccination status to prevent omission by default; liaison between primary and secondary care is needed. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Healthcare professionals should work in partnership with patients with sickle cell disease to develop individualised pain management strategies which should include patient education. (Primary and

Secondary Care Trusts)


	
	
	
	
	

	Those patients with sickle cell disease and drug dependency need special attention because of the episodic nature of the pain and the consequent requirement for opioids which can exacerbate their dependency problems. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Expert assistance from senior doctors with experience in the management of sickle cell pain should be sought at an early stage for patients whose pain is not controlled using standard methods. (Clinical Directors)


	
	
	
	
	

	Training for medical and nursing staff that care for patients with sickle cell disease in the management of both ongoing and acute pain needs to improve. This should include in-service training and specific tailor made courses for sickle cell pain management with regular updates. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Acute chest syndrome is a major cause of morbidity and mortality in patients with sickle cell disease. Management of patients with this complication should be according to local protocols and early advice from specialists is essential. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Chronic sickle chest disease is an expanding, complicated area and requires more careful correlation of pre-mortem clinical, physiological and imaging data with autopsy pathology. (Clinicians and Pathologists)


	
	
	
	
	

	New national standards for the management of sickle cell disease are soon to be issued and it is to be hoped that these will include regular review of renal function. (DH)


	
	
	
	
	

	In all haemoglobinopathy patients who are acutely ill there should be a check to ensure that the kidneys are functioning properly. Acute illnesses may bring to light other problems such as renal tubular acidosis and all physicians caring for this group of patients must be aware of this. (Clinical Directors)


	
	
	
	
	

	Patients with sickle cell disease are often very skilled in knowing exactly how their crises develop and if they say that this problem ‘”is different” then the clinician should pay heed and seek further advice if appropriate. (Primary and Secondary Care Trusts)


	
	
	
	
	

	Guidelines and education about vaccination and antibiotic prophylaxis for children should be followed. (Primary Care Trusts)


	
	
	
	
	

	Early intervention is essential in children with sickle cell disease who become acutely unwell to reduce morbidity and morality. Expert advice should be sought. (Primary and Secondary Care Trusts)


	
	
	
	
	

	There is a need to ensure that any deterioration in vital signs is acted upon promptly. NCEPOD would urge those responsible for the continued development and education of staff to take note of these problems. (Clinical Directors)


	
	
	
	
	

	All patients with sickle cell disease or beta thalassaemia major should be reviewed at least annually at a specialist centre. (Primary Care Trusts)


	
	
	
	
	

	All haemoglobinopathy patients should have a named specialist, ideally a haematologist, responsible for their care. The haematologist must have an appropriate level of expertise to care for the patient or should make links with appropriate experts. (Primary and Secondary Care Trusts)
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