Quality Requirements for Services for Patients with 
End Stage Renal Failure, including Renal Transplantation
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Introduction
These Quality Requirements have been developed by the West Midlands Renal Network and adapted by the BAPN in order to help improve services for children and young people with end stage renal failure (ESRF) cared for within UK paediatric renal units. They aim to improve the quality of services for patients with ESRF and their families. 

The Quality Requirements(QRs) are based on the National Service Framework (NSF) for Renal Services , the Children’s NSF and a range of other guidance (Appendix 1).  National Service Frameworks can be interpreted in different ways and may not yet be implemented in full.  The QRs therefore clarify the service that is expected within two to five years.  They provide the answer to the question: “For each service, how will I know that the NSF and other guidance have been implemented?” 

These QRs apply to hospital-based services. The QRs are suitable for use in self-assessment or peer review visits. 
In developing these QRs it has been necessary to find the balance between clear, unambiguous requirements and reasonable flexibility and responsiveness to local circumstances and settings. Duplication of other review systems and with other systems for supporting implementation of general health service guidance has been avoided where possible. Although based on the NSF and other guidance, some QRs reflect the BAPN’s view about the way in which this guidance should be implemented.  

The National Service Framework for Renal Services describes the objectives which these Quality Requirements are supporting and should be referred to for any queries over their interpretation. These QRs cover only care of patients with ESRF, including dialysis and transplantation. They do not cover chronic kidney disease or acute renal failure.

Each Quality Requirement has the following structure:

	Reference 
	This column contains the reference number for the Quality Requirement and, for some Quality Requirements, the type of service to which it is applicable.   The reference number is unique to these Quality Requirements and is used for all cross-referencing.   

	Quality Requirement

	This describes the Quality Requirement that Renal Services are expected to meet.

	Demonstration of Compliance
	This describes how organisations may show that they are meeting the Quality Requirement. This is not prescriptive and organisations may have other ways of demonstrating that they meet the Quality Requirement.

	Notes
	The notes give more detail about either the interpretation or the applicability of the Quality Requirement.


The term ‘guidelines’ is used for agreed guidance on both clinical and organisational aspects of services and for clinical guidelines used by local services. The term ‘protocol’ is used for the locally-agreed process that should be followed. Local protocols should be based on network-agreed guidelines but should be made specific to the circumstances within the renal service concerned. Local protocols do not need to be lengthy and may cover more than one of the QRs. Both clinical guidelines and local protocols should have been agreed through the service provider’s clinical governance arrangements and should conform to reasonable document and version control  standards.

These Quality Requirements apply to all types of renal dialysis – home and hospital haemodialysis (HD) and peritoneal dialysis (PD) including continuous ambulatory peritoneal dialysis (CAPD) and automated peritoneal dialysis (APD).  The QRs also refer to all types of transplantation, including deceased donor (heart beating and non-heart beating), live donor and antibody incompatible transplantation. Antibody incompatible transplantation includes both HLA and ABO incompatible transplantation.  

This quality of service described can be achieved only by cooperation between users, providers and commissioners of services. Many Quality Requirements can be achieved without additional funding but others will require investment.  Commissioners of services should be committed to implementation of the National Service Framework for Renal Services and, in agreeing these QRs, commissioners are restating this commitment. The additional investment needed to achieve the QRs will still be subject to assessment and discussion with each service. The timing of additional investment will depend on the availability of funding and competing priorities from other services. 

This work was commissioned by the West Midlands Renal Network and facilitated and documented by Jane Eminson .

These Quality Requirements will need to be revised following experience of their use and to reflect changes in national policy, clinical guidance and evidence of effectiveness. Current versions of national guidance and requirements are referenced. Later versions should be used as they become available. 
Self Assessment Proforma
Quality Requirements
	Ref
	Quality Requirement
	Demonstration of Compliance
	Met?

Y/N
	Comment

	INFORMATION AND SUPPORT FOR PATIENTS AND THEIR CARERS

	1
	Information should be offered to all patients covering at least:

· Renal disease, including its causation, and physical, psychological, social and financial impact

· Treatment options available

· Pharmaceutical treatments and their side effects 

· Promoting good health, including diet, fluid intake, exercise, smoking cessation and avoiding infections

· Access to benefits advice

· Symptoms and action to take if become unwell

· Support groups available

· Renal unit staff and facilities available, including facilities for relatives

· Who to contact with queries or for advice

· How to influence local services
· Where to go for further information, including useful websites
	Examples of information available

Notes:

1  Information should be available in formats and languages appropriate to the needs of the patients. This may include large print and tape, video or CD / DVD information.

2  Age-appropriate information and information for parents / guardians should be available.


	
	

	2


	Information should be offered to all patients (and their carers) receiving pre-dialysis care covering at least:

· What are the reasons for starting dialysis

· Conservative management

· Types of dialysis available and locations of these services

· Self-care options

· Potential complications of each type of dialysis

· Access types and access surgery

· Transport options  and eligibility for free transport

· Availability of, and eligibility for, temporary dialysis away from home

· Who to contact with queries or for advice

· Where to go for further information, including useful websites


	Examples of information available.

Notes: 

1   As QR 1.

2   Information on types of dialysis available should cover haemodialysis and peritoneal dialysis and should include information on home haemodialysis.
	
	

	3


	Information should be offered to all patients (and their carers) with dialysis access covering at least:

· Care of their dialysis access

· Management of pain and complications

· What to do if problems occur
	Examples of information available.

Note:   As QR 2.


	
	

	4


	Information should be offered to all patients (and their carers) being considered for transplantation covering at least:

· Different types of transplantation
 available and locations of these services.

· Potential complications of each type of transplantation, including the risks of infection and malignant disease.

· Likely outcomes of each type of transplantation

· Tests and investigations that will be carried out.

· What will happen if they are accepted for inclusion on the transplant list

· Annual review while on the transplant list.

· What will happen if they are not accepted onto the transplant list.

· Who to contact with queries or for advice.

· Where to go for further information, including useful websites.
	Examples of information available.

Notes: 

1   As QR 1.


	
	

	5


	Information on kidney donation should be offered to all considering live donation and to all potential live donors covering at least:

· What is live donation

· Antibody incompatible transplantation

· Potential complications for the donor

· Payment of expenses, including the time within which payment should be received and a contact point for queries over payments
	Examples of information available

Notes:

1  Information should be available in formats and languages appropriate to the needs of potential donors. This may include large print and taped information.

2  Information on payment of expenses should be based on the network-agreed protocol 
	
	

	6


	In addition to the information in QR 4, information should be offered to all patients (and their carers) following transplantation covering at least:

· Anti-rejection medication

· Symptoms and action to take if these occur, including what to do in an emergency

· Pregnancy and contraception (if appropriate)

	Examples of information available.

Notes:

1  Information should be available in formats and languages appropriate to the needs of the patients. This may include large print and taped information.


	
	

	7


	Information should be available on transition to adult care.  This information should cover all aspects of the transition.
	Examples of age-appropriate information for young people and information for parents.


	
	

	8


	An education and awareness programme should be offered to all patients with ESRF and to their carers which can be delivered in a home environment where this is most appropriate.

· An education and awareness programme should also be offered to the staff at nursery, school or college when necessary to support continuing education.

	Details of education and awareness programme/s.


	
	

	9


	All patients (and carers) should be offered:

· A written individual care plan 

· A permanent record of consultations at which changes to their care plan are discussed

· A key worker / named contact (this could be a specialist nurse).
	Discussion with patients

Note:  The organisation’s arrangements for achievement of this QR are covered in QR 44
	
	

	10


	Food should be offered to all patients who are away from home for more than 6 hours to attend clinic or receive dialysis.
	Discussion with patients

Note: The NSF suggests that food such as a ‘snack box’ should be provided.
	
	

	11

 
	Free car parking should be available close to the haemodialysis dialysis unit for patients attending for dialysis.
	Observation of facilities


	
	

	STAFFING and SUPPORT SERVICES

	12


	The service should have a nominated lead consultant nephrologist and nominated lead nurse with responsibility for ensuring implementation of the Standards for the Care of Patients with End Stage Renal Failure. 
	Names of lead consultant nephrologist and lead nurse


	
	

	13


	The service should have a nominated lead and lead nurse / coordinator for:

· Pre-dialysis care

· Dialysis care

· Transplant-related issues, including live kidney donation.


	Names of nominated leads

Notes:

1  The nominated leads may be the same as those in QR 12.  One person may be the nominated lead for more than one aspect of care.

2  The nominated leads may delegate aspects of these duties so long as they maintain oversight and overall responsibility.
	
	

	14


	A consultant nephrologist should be available at all times.


	Staffing details

Notes:

1  The Renal Workforce Planning Group (2002) recommend a minimum of a 1:5 rota of consultant nephrologists.
	
	

	15


	A consultant transplant surgeon should be available at all times.


	Staffing details


	
	

	16
	Transplant Centres with lead responsibility for the care of young people aged up to 25 years should have a nominated lead nephrologist with responsibility for liaison with the Renal Services for Children (CRSs) in relation to transfer to adult care.
	Name of nominated lead nephrologist for transitional care service.

Note:  This QR applies only to Transplant Centres with lead responsibility for the care of young people aged up to 25 years.
	
	

	17

	The service should have:

· A nominated lead surgeon for paediatric transplantation with responsibility for transplant-related issues, including coordination of all transplant surgeons involved with the care of children or living related donor transplants to children.

· A nominated lead paediatric urologist with responsibility for liaison with the paediatric renal transplantation service in relation to the care of children with complex bladder anomalies. 
	Names of lead surgeon for paediatric transplantation and lead paediatric urologist.


	
	· 

	18

	The in-patient ward renal nurse and HCA staffing establishment and ‘on duty’ staffing levels should meet the recommendations of the National Renal Workforce Planning Group, taking account of patient dependency, at all times. (These recommendations are summarised in Appendix 3). 

All nurses and HCAs should be assessed as competent in the care of patients with renal disease, procedures they are expected to undertake and equipment they are expected to use.
	Staffing details and records of assessment of competence.

Notes:

1  Newly appointed staff may not yet have completed training in the care of patients with renal disease but their training should be organised or have already started.

2  The Skills for Health Renal National Workforce Competences may be helpful in designing role profiles and developing and reviewing competence.
	
	

	19


	Dialysis service renal nurse and HCA staffing establishment and ‘on duty’ staffing levels should meet the recommendations of the National Renal Workforce Planning Group, taking account of patient dependency, at all times. (These recommendations are summarised in Appendix 3). 

All nurses and HCAs should be assessed as competent in the care of patients with renal disease, procedures they are expected to undertake and equipment they are expected to use.
	Staffing details and records of assessment of competence.

Notes:

1  Where the service is also supporting patients on home haemodialysis, these patients should be included in the calculation of staffing levels.
	
	

	20

	Clinical technologist staff should be available to maintain all equipment, including water treatment equipment. Clinical technologist staffing for haemodialysis services should meet the recommended level of 1 wte per 50 haemodialysis patients

All clinical technologists should have regular assessment of competence in the maintenance of equipment appropriate to their role.  
	Staffing details and records of assessment of competence.

Notes:

1  Recommended staffing levels are currently being reviewed by the Association of Renal Technologists. Revised recommendations should be used when available.

2   Clinical technologists should be included on the Voluntary Register of Clinical Technologists unless there is an appropriate reason why voluntary registration is not appropriate.
	
	

	21
	A 24 hour clinical technologist on call service should be available.
	Details of on call arrangements
	
	

	22
	The following services should be available to provide support to patients with renal diseases and their carers:

· Dietetics

· Pharmacy
· Play specialist

· Youth worker

· teacher
· Psychological support

· Social worker

Staff providing these services should have specific time allocated to their work on the Renal Unit and specific training or experience in caring for children with renal diseases. Staffing should meet the recommended levels:

Recommended support:

· Dietitian: 1 wte per 2.5m total population

· Pharmacist: 0.2 wte plus 0.1 pharmacy technician per million total population 

· Psychological support: 0.3 per million total  population

Social worker: 0.4wte per million total population
	Details of services available, names of staff providing these services, time available on the Renal Unit and relevant training and experience.

Notes:

1   Nominated individuals may spend only part of their time working with patients with renal disease

2   All staff should have the competences needed for their role. The Skills for Health Renal National Workforce Competences may be helpful in designing role profiles and developing and reviewing competence.

3 These staff should be available to support out-patient as well as in-patient care.

4 Psychological support may be from counsellors and / or clinical psychology services.

5   Play specialists should provide daily support to both in-patient and out-patient care.

6  Teachers should be available on all school days.
	
	

	23
	The following support services should be available:

· Interpreters

· Occupational therapy

· Benefits advice

· Smoking cessation

· Contraception and sexual health
	Details of services available

Note:  These services may be hospital or community/primary care based. They should be able to provide a timely response to the needs of patients with renal disease.
	
	

	24

	Emergency and elective surgical services should be available to provide:

· Elective access surgery 

· Emergency surgery for failed vascular access and removal of infected peritoneal dialysis catheters
	Details of service available

Notes:

1  Protocols covering referral for and timeliness of access surgery are covered in QR 52

	
	

	25
	Access to dermatology services with expertise in the management of patients on long-term immuno-suppresive therapy should be available.
	Details of service used


	
	

	26
	The adult renal service should provide a nominated transplant coordinator with lead responsibility for live kidney donors. 
	Name of nominated lead
	
	

	27
	A renal recipient transplant coordinator should be available at all times.


	Staffing details

Notes:

1  Transplant coordinators should work not more than a 1:4 rota.

2  Key responsibilities of transplant coordinators are given in the National Renal Workforce Planning Group Recommendations 2002, section 3.6.
	
	

	28
	The Transplant Centre should have arrangements for access to expert advice on antibody incompatible transplantation.
	Details of arrangements for expert advice
	
	

	29
	The Transplant Centre should have access within a two hour travel time to a consultant led, accredited histocompatibility service.
	Details of service available.


	
	

	30
	The Transplant Centre should have access to a histopathology service with expertise in the interpretation of renal transplant biopsies.
	Details of service available.
	
	

	31
	The Transplant Centre should have 24 hour a day, 7 days a week access to operating theatres for renal transplantation.
	Details of theatre availability.
	
	

	32
	The Transplant Centre should have 7 days a week access to plasmapheresis.
	Details of service available and access.


	
	

	33
	Transplant Centres with lead responsibility for the care of young people aged up to 25 years should have the following services available:

· Youth worker service

· Psychological support service with expertise in the care of young people with renal disease.
	Details of services available.

Notes:  

1  Staff providing these services should have specific time allocated for this work.

2 This QR applies only to Transplant Centres with lead responsibility for the care of young people aged up to 25 years.

	
	

	FACILITIES AND EQUIPMENT

	34
	Appropriate facilities for the provision of haemodialysis should be available. All new facilities should meet the requirements of HBN 53 (Volumes 1 or 2 as applicable) and other services should be working towards these standards. In-patient services should ensure reasonable separation of patients receiving in-patient and out-patient care.
	Viewing facilities.
	
	

	35
	All equipment used in the delivery and monitoring of therapy should comply with the relevant standards for medical electrical equipment. 


	Inspection of equipment

Note: Latest standards are given in DB2006(05), IEC 60601-2, IEC 60601-16 and CE 93/42/EEC.  More recent standards should be applied as guidance is revised.
	
	

	36
	Each unit should have a programme of equipment replacement.
	Trust approved equipment replacement programme.

Note: Renal Association guidance is that machines should normally be replaced after between seven and ten years’ service or after completing between 25,000 and 40,000 of haemodialysis.
	
	

	37
	A protocol on concentrates should be in use which ensures that all concentrates used meet the requirements of BS EN 13867: 2002. 
	Written protocol and inspection of products in use.
Note:  The protocol should apply to both ready made and in-house manufactured concentrates.
	
	

	38
	A routine testing procedure for product and feed water should be in use which ensures water used in preparation of dialysis fluid meets the requirements of BS EN 13959: 2002.


	Testing procedure and details of water test results.

Note: If treatments other than conventional haemodialysis are used, water should meet the more stringent requirements applicable to these treatments (Renal Association Guidelines for Haemodialysis, 4th Edition, 2006, section 3.2).
	
	

	39
	A protocol on haemodialysis membranes should be in use covering:

· Use of  low flux synthetic and modified cellulose membranes

· Membranes for patients at risk of developing symptoms of dialysis-related amyloidosis

· Membranes for patients with increased bleeding risk

· Membranes in patients on ACE inhibitor drugs
	Written protocol
	
	

	40
	All equipment used in the delivery and monitoring of therapy should comply with the relevant standards for medical electrical equipment. 


	Inspection of equipment

Note: Latest standards are given in DB2006(05), IEC 60601-2, IEC 60601-16 and CE 93/42/EEC.  More recent standards should be applied as guidance is revised.
	
	

	41
	All fluids used for peritoneal dialysis should comply with European quality standards. 
	Inspection of products in use.

Note:  Product labels should indicate compliance with European Pharmacopoeia Monograph “Solutions for Peritoneal Dialysis”. Manufacturing facilities should meet relevant standards (ISO 9001/2 and EN 46001/2).
	
	

	42
	Appropriate facilities for isolation of patients should be available.
	Viewing facilities.
	
	

	43
	All weighing scales should comply with Non-Automatic Weighing Instrument (NAWI) Regulations 2000, part III, section 38


	Inspection of weighing scales and related documentation.
	
	

	GUIDELINES AND PROTOCOLS: All patients

	44
	The unit’s operational protocols should include:

· Allocation of a key worker / named contact at each stage of the patient’s care

· Arrangements for handover of key worker / named contact between stages of the patient’s care(if appropriate)
· Ensuring all patients are offered information (QR 1) and education programmes (QR 8)

· Ensuring all patients have a written care plan that is discussed with the patient/carers:
· following significant changes in circumstances

· at least once a year (see QR 44 and 56)

· Offering patients/carers a copy of their care plan

· Offering patients/carers a permanent record of consultations at which changes to their care plan are discussed.

· Communicating changes to the care plan to the patient’s regional paediatrician (where appropriate) and GP, including information about changes in drug treatments and what to do in emergencies.

· Arrangements for ensuring patients/carers have up to date information on their blood results.


	Written protocol/s

Review of patients’ notes and care plans

Notes:

1   The key worker may be any member of the multi-disciplinary team and will usually be the clinician or nurse with responsibility for the patient during a stage of their care. The key worker may change over time.

2  In addition to current treatment, the care plan should include, where applicable:

· Suitability for dialysis and preferred dialysis modality (QR 50)

· Transport arrangements for dialysis (QR 50)

· Acceptance onto the transplant list for different types of transplantation (QR 54)
	
	

	45
	A protocol covering responsibilities, advice to be given and actions to be taken, including referral to other services, should be in use for:

· Lifestyle advice and information, including:

· Support for smoking cessation

· Dietary advice, including salt reduction and alcohol

· Programmes of physical activity and weight management

· Sexual health,  contraception and pregnancy (where appropriate)
· Travel and  holidays

· Monitoring of growth and development 
	Written protocol

Note:  The protocol should be based on national guidance, including NICE guidance where available.


	
	

	46
	Clinical guidelines should be in use covering:

· Monitoring and management of CHD risk factors, including: 

· Lipid reduction therapy

· Control of hypertension

· Calcium and phosphate control  

· Management of anaemia
	Written guidelines

Notes:
1  All clinical guidelines should be based on national guidance, including NICE guidance where available.
2  Clinical guidelines for CHD management may be the same as for patients post-transplantation (QR 70). 

3  Guidelines for management of anaemia should cover patients at all stage of their disease, including post-transplant patients. 
	
	

	47
	Clinical guidelines should be in use covering indications and arrangements for referral for psychological support.
	Written guidelines
	
	

	48
	Guidelines, agreed with the specialist palliative care services serving the local population, should be in use covering, at least:

· Arrangements for accessing advice and support from the specialist palliative care team.

· Arrangements for shared care between the renal service, regional paediatrician (where appropriate)  and palliative care services.

· Indications for referral of patients to the specialist palliative care team for advice.


	Written guidelines, agreed with specialist palliative care service/s serving the local population.

Notes:

1 Guidelines should address the needs of patients with complex symptom control problems; patients with complex psychological, social or spiritual needst.

2 Guidelines will need to reflect the local availability of palliative care services.
	
	

	49
	The renal service should be aware of local guidelines for the end of life care of patients.
	Availability of guidelines relating to end of life care that are used by specialist palliative care services in the local area.

	
	

	GUIDELINES AND PROTOCOLS:  Pre-dialysis care

	50
	A protocol should be in use cover pre-dialysis care. This protocol should ensure:

· Patients are offered information (QR 2), education programmes (QR 8) and psychological support to enable them to make an informed choice of dialysis modality

· Assessment of suitability for dialysis

· Assessment of home environment for those patients considering home dialysis (HD & CAPD)

· Assessment of the economic impact of dialysis and possible sources of financial support

· Discussion of transport arrangements with each patient

· Recording of the agreed transport arrangements in the patient’s care plan

· The patient’s preferred choice of dialysis modality is recorded in the patient’s notes / electronic patient record and care plan.

The protocol should cover arrangements for patients:

· With 12 months or more preparation

· Presenting less than 12 months before starting treatment 

· Needing immediate dialysis at presentation 

· With failing transplants.
	Written protocol

Notes:

1  Pre-dialysis education takes time and, whenever possible, should begin at least 12 months prior to the start of dialysis treatment. 

2 This protocol should be based on Renal Association Standards.

3  The protocol should cover situations where the patient’s preferred dialysis modality is considered sub-optimal by the multi-disciplinary team.


	
	

	51
	A protocol should be in use covering:

· Screening for blood born viruses

· Hepatitis vaccination if required

· Monitoring of hepatitis B and C antibodies 

· Screening for staphylococcus aureus and MRSA carriage and treatment of carriers.

The protocol should cover arrangements for patients presenting less than 12 months before starting treatment and those needing immediate dialysis at presentation as well as arrangements for patients with 12 months or more preparation.
	Written protocol

Notes:  

1  The protocol should be based on ‘Safer Practice in Renal Medicine’, DH, 2006.

2 This protocol should be based on Renal Association Standards and network-agreed guidelines.


	
	

	52
	A protocol should be in use covering:

· Referral for assessment and investigation of suitability for access surgery

· Referral for surgery

· Indications for antibiotic prophylaxis

· Ensuring information is provided about dialysis access (QR 3).

This protocol should ensure that, whenever possible, access is established and functioning 6 months before haemodialysis and four weeks before peritoneal dialysis.


	Written protocol

Audit of timeliness of surgery before start of dialysis

Notes:

1   This protocol should be based on Renal Association Standards, International Society of Peritoneal Dialysis guidelines.
2   Compliance with this QR will be determined by the presence of a written protocol and audit of timeliness. The actual waiting times may be identified as an issue of risk / concern when the QRs are used in self-assessment or peer review.

3   The audit of timeliness should have been completed not more than a year preceding the self-assessment / peer review visit.
	
	

	53

	A protocol should be in use covering referral to the Transplant Centre for consideration of suitability for transplantation. This protocol should ensure that:

· A discussion with the patient/carer and nephrologist takes place about their interest in and fitness for transplantation.

· The patient is considered against the network criteria for each type of transplantation.

· The resulting decision is recorded in the patient’s notes / electronic patient record and care plan.

· Clinically appropriate patients are normally placed on the transplant list six months prior to the predicted start of dialysis.
	Written protocol

Notes:

1   This protocol should be based on BTS guidance (with the exception of discussion with a transplant surgeon – see note 3) and network-agreed guidelines. 

2   Units may have a variety of systems for predicting the start of dialysis but should be considering documenting and formalising these systems.

3  Discussion with a transplant surgeon at this stage is not considered essential for all patients and inclusion of this requirement could lead to delays in referrals. 
	
	

	54

	A protocol should be in use covering acceptance onto the transplant list. This protocol should ensure that:

· A discussion with the patient/carer and a nephrologist and / or transplant surgeon takes place about their fitness for transplantation.

· The patient is considered against the network criteria for each type of transplantation.

· A discussion takes place about the patient’s suitability for and interest in:

· Antibody incompatible transplantation

· Non-heart beating donor transplantation.

· The availability of potential living related donors is discussed.

· Clinically appropriate patients are normally placed on the transplant list six months prior to the predicted start of dialysis.

· The resulting decision is recorded in the patient’s notes / electronic patient record and care plan, and communicated in writing to the patient/carer and the referring paediaitrician (if applicable) within 10 working days.
	Written protocol

Notes:

1   This protocol should be based on BTS guidance and the network-agreed guidelines.

2   Transplant Centres may have a variety of systems for predicting the start of dialysis but should be considering documenting and formalising these systems.
	
	

	55
	A protocol should be in use covering suspension and reinstatement of patients on the transplant list. This protocol should cover at least:

· Regular review of patients suspended from the list

· Informing the Transplant Centre that a patient has been suspended.

· Reinstatement of patients onto the list as soon as clinically appropriate.

· Informing the Transplant Co-ordinator when a patient is to be reinstated onto the list.
	Written protocol

Notes:

1   This protocol should be based on BTS guidance and network-agreed guidelines.

2  The protocol should specify the frequency with which the details of suspended patients will be reviewed. This review does not require the patient to be seen.

3  The protocol should be clear about which staff should be involved in the regular review of patients on the transplant list.
	
	

	56

	A protocol should be in use covering regular review of patients on the transplant list.  The review should cover at least:

· Current fitness for transplantation

· Risk factors for coronary heart disease

· Anaesthetic risk

· Co-morbidity

· Availability of potential living related donors

· Consent for virology and storage for tissue typing

· Suitability for combined kidney and pancreas transplantation

· Suitability for antibody incompatible transplantation

· Interest in non-heart beating donor transplantation
	Written protocol

Notes:

1   This protocol should be based on BTS guidance.

2  Advice and treatment of CHD risk factors may take place within dialysis services.


	
	

	57
	A protocol should be in use covering removal from the transplant list. This protocol should ensure that:

· A discussion takes place with the patient about the reason for removal.

· A decision to remove the patient from the transplant list temporarily or permanently is recorded in the patient’s notes / electronic patient record.

· The Transplant Co-ordinator is informed of the decision to remove the patient from the transplant list temporarily or permanently.
	Written protocol

Notes:

1   This protocol should be based on BTS guidance and the network-agreed guidelines.


	
	

	58

	A protocol should be in use covering cardiovascular work-up prior to transplantation.  This protocol should ensure that cardiac investigations are normally completed within six weeks of referral.
	Written protocol

Audit of timeliness of completed investigations

Notes:

1   This protocol should be based on BTS guidance and the network-agreed guidelines.

2   Compliance with this QR will be determined by the presence of a written protocol and audit of timeliness. The actual waiting times may be identified as an issue of risk / concern when the QRs are used in self-assessment or peer review.

3   The audit of timeliness should have been completed not more than a year preceding the self-assessment / peer review visit.
	
	

	GUIDELINES AND PROTCOLS: All dialysis

	59
	A protocol should be in use which ensures:

· Arrangements for multi-disciplinary review of blood results

· Monitoring of hepatitis B and C antibodies

· Frequency of out-patient review
· Indications for change of dialysis modality

· Arrangements for changing dialysis modality
	Written protocol

Note: This protocol should ensure that appropriate aspects of QRs 50, 51 and 52 are implemented. Protocols may be combined / cross-referenced as appropriate locally.

This protocol should be based on Renal Association Standards.
	
	

	60
	A protocol should be in use which ensures a six monthly holistic review with the patient’s named nurse covering at least:

· Review of biochemistry and referral to members of the multi-professional team if required

· Current medication, compliance and referral to the renal pharmacist if required

· Consideration of nutritional status and indications for referral to the dietitian for assessment 

· Psychological well-being and indications for referral for psychological support 
· Lifestyle advice
· Transport arrangements

The outcome of the holistic review should be documented in the patient’s care plan.
	Written protocol

Note:  This protocol may be combined with the protocols required by QRs  45, 47, 61.


	
	

	61
	A protocol should be in use which ensures that:

· An interview with the dietitian takes place within one week of starting dialysis 

· A nutritional assessment is undertaken every three months

· Indications for referral to the dietitian at other times
	Written protocol
	
	

	62
	A protocol should be in use covering withdrawal of dialysis. This protocol should ensure that:

· A discussion takes place with the patient/carers about the reason for withdrawal.

· A decision to withdraw dialysis is recorded in the patient’s notes / electronic patient record / care plan and communicated to the GP and local paediatrician (if appropriate).

· Referral to palliative care services is made if appropriate.
	Written protocol

Note: This protocol should be based on Renal Association Standards.


	
	

	GUIDELINES AND PROTOCOLS: Haemodialysis

	63
	A protocol should be in use covering:

· Frequency of haemodialysis

· Duration of haemodialysis

· Measurement of adequacy of haemodialysis

· Pre- and post-dialysis blood sampling
	Written protocol 
Note: This protocol should be based on Renal Association Standards.


	
	

	64
	A protocol should be in use covering:

· Care of temporary and cuffed dialysis lines and arterio-venous fistulae, including locking solutions and dressings

· Preparing vascular access for haemodialysis

· Decontamination of equipment after each treatment session

· Decontamination of equipment after use by patients with blood born viruses. 
	Written protocol 
Note:   This protocol should be based on ‘Safer Practice in Renal Medicine’, DH (2006) and network agreed guidance (QR 118) and cover, at least, wearing of gloves, use of sterile dressing packs and preparations used to clean lines.
	
	

	65
	A protocol should be in use covering access care and performance. This should cover at least:

· Arrangements for monitoring access performance

· Management of access infections

· Investigation of AV fistulae or grafts for evidence of stenosis

· Indications for secondary AV access after each episode of access failure

· Management of anxiety and pain
	Written protocol

Note: This protocol should be based on Renal Association Standards.


	
	

	GUIDELINES AND PROTOCOLS: Peritoneal Dialysis

	66
	Clinical guidelines should be in use covering:

· Modality of dialysis used (CAPD, APD) 

· Disconnect systems
· Type of fluid used including:
· Solutions for patients experiencing infusion pain
· Solutions for patients likely to remain on peritoneal dialysis for more than four years.
· Indications for use of specialist fluids
· Dialysis dose
	Written guidelines

Note: These guidelines should be based on Renal Association Standards and International Society of Peritoneal Dialysis guidelines.
	
	

	67
	Clinical guidelines should be in use covering access care and performance. This should cover at least:

· Peri-operative catheter care

· Care of peritoneal dialysis catheters

· Management of exit site and tunnel infections

· Management of catheter complications (leaks, obstruction)

· Management of anxiety and pain
	Written guidelines

Note: These guidelines should be based on Renal Association Standards and International Society of Peritoneal Dialysis guidelines.
	
	

	68
	Clinical guidelines should be in use covering management of:

· peritonitis 

· hernias


	Written guidelines


	
	

	GUIDELINES AND PROTOCOLS: Transplantation and Post-transplantation Care

	69
	Clinical guidelines should be in use for patients who have had renal transplantation covering:

· Treatment of acute rejection episodes 

· Management of chronic allograft damage, including chronic rejection. 
	Written clinical guidelines

Note:  All clinical guidelines should be based on national guidance, including NICE guidance where available. 
	
	

	70
	A protocol should be in use covering follow up of patients following transplantation.  This protocol should include:

· Monitoring transplant function using eGFR

· Monitoring blood pressure

· Monitoring other CHD risk factors

· Skin surveillance

· Consideration of need for referral to pre-dialysis / pre-ESRF programmes

· Contraception and sexual health

· Monitoring of growth and development
	Written protocol

Notes:

1   This protocol should be based on BTS guidance and network-agreed guidelines

2  Some aspects of the protocol may be the same as for pre-dialysis care (QR 46) 


	
	

	71

	A protocol should be in use covering live donor work-up and arrangements for organising the transplant.  This protocol should ensure that transplantation takes place within three months of completion of the work-up.
	Written protocol

Notes:

1   This QR is in addition to QR 58.

.
	
	

	72

	A protocol should be in use covering pre-operative care of patients undergoing transplantation covering at least:

· Psychological preparation

· Blood and tissue matching

· Antibody screening

· Pre-transplant vaccination

· Management of patients with blood born viruses

· Use of immunosuppressive therapy

· Counselling and advice for those called for transplantation but where the operation does not take place (for whatever reason).
	Written protocol

Notes:

1  All clinical guidelines should be based on national guidance, including NICE guidance where available.
	
	

	73

	Clinical guidelines should be in use covering pre- and peri- operative care of patients undergoing antibody incompatible transplantation. 


	Written guidelines

Note: Clinical guidelines should be based on network-agreed guidelines.
	
	

	74

	Clinical guidelines should be in use covering post-operative care of patients covering at least:

· Pain control 

· Prevention of post-transplant CMV infection

· Use of immunosuppressive therapy

· Post-transplant vaccination

· Treatment of acute rejection episodes

· Antibody screening
	Written guidelines

Notes:

1  All clinical guidelines should be based on national guidance, including NICE guidance where available.
	
	

	75

	A protocol should be in use covering discharge of patients following transplantation. This protocol should ensure that, immediately following discharge, the patient’s GP (and local paediatrician, if appropriate) has information on:

· The type of transplantation undertaken

· The patient’s medication and likely side effects

· Action to take should problems occur. 
	Written protocol
	
	

	76
	Paediatric units should have agreed the protocol for transfer to adult care (QR 77).
	
	
	

	77

	A protocol should be in use covering transfer to adult care. This should ensure:

· Age guidelines for timing the transfer.

· Involvement of the young person in the decision about transfer.

· Involvement of social care and adult services in planning the transfer.

· Allocation of a named coordinator for the transfer of care.

· A preparation period and education programme relating to transfer to adult care.

· Arrangements for monitoring during the time immediately after transfer to adult care.


	Note:  The named coordinator may change during the young person’s transition to adult care and will normally be the same as the young person’s key worker (QR 44)


	
	

	SERVICE ORGANISATION and LIAISON WITH OTHER SERVICES

	78

	The unit should have in place:

· Mechanisms for receiving feedback from patients and carers about the treatment and care they receive.

· Mechanisms for involving patients and carers in decisions about the organisation of the services.
	Description of current arrangements.

Examples of changes made as a result of feedback from patients and carers.

Note:  The arrangements for receiving feedback from patients and carers may involve surveys, focus groups and/or other arrangements. They may be part of Trust-wide arrangements so long as issues relating to renal services can be identified.
	
	

	79

	Arrangements should be in place to ensure effective communication and regular multi-disciplinary discussion to review the care or pre-dialysis patients.  These arrangements should cover the involvement of consultant nephrologists, specialist nurses and members of the multi professional team.
	Description of current arrangements.

Discussion with staff.


	
	

	80

	Guidelines should be in use covering:

· Eligibility for free transport 
· Eligibility for temporary dialysis away from home. 
	Written guidelines

Note:  Guidelines on temporary dialysis away from home should be based on NICE guidance (2002).
	
	

	81

	The unit should have arrangements for taking advantage of local opportunities for publicising ‘transplant successes’.
	Description of links with Trust and PCT public relations arrangements.

Examples of recent local publicity.
	
	

	82
	The unit should have compared the staffing levels expected in QRs 12 to 33 and produced a workforce development plan for addressing significant staffing shortfalls.
	Comparison of staffing with national recommendations.

Workforce development plan

Notes:

1  The latest  national recommendations are those of the National Renal Workforce Planning Group (2002). More recent recommendations should be used as these become available. 

2  The unit workforce development plan should be updated at least every three years.
	
	

	83

	Staff from the unit should meet with a representative of the transplant team to which patients are referred at least three times a year in order to review transplant-related issues.
	Evidence of meetings with main Transplant Centre/s.


	
	

	84
	Centres should have arrangements for a regular joint clinic with an adult nephrologist at the Young Adult Renal Unit 


	Details of joint clinic arrangements

Note:  

1 The frequency of the joint clinic is for local decision.
	
	

	DATA COLLECTION AND AUDIT

	85
	The unit should be submitting data to the Renal Registry, regional data set and UK Transplant.
	Audit data available with unit comparisons
	
	

	86
	The unit should participate in agreed regional and national audits.
	Most recent annual audit including unit data.


	
	

	87

	The unit should have undertaken an annual audit of:

· Travel times for dialysis patients, including waiting times for return journeys

· Relationship between timing of access surgery and start of dialysis
	Most recent audit.


	
	

	88
	The unit should have undertaken an annual audit of compliance with its protocols for acceptance, suspension, annual review and removal of patients on the transplant list.  This audit should include at least:

· Relationship between timing of dialysis and listing for transplantation

· Proportion of patients who have had an annual review 
	Most recent audit.


	
	

	89

	Transplant surgeons should normally undertake a minimum of 15 renal transplants each year.
	Data of number of transplants for each surgeon.

Additional information on reasons and planned action in relation to any surgeons undertaking less than 15 transplants per year.

Note:  Units should specifically consider the experience needed to maintain competence in renal transplantation in children weighing less than 30kgs.
	
	

	
	Transplant Centres providing an antibody incompatible transplantation service should normally treat at least five patients per year.
	Details of patients treated per year. Additional information on reasons and planned action in relation to any services treating less than five patients per year. 
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Appendix 2
Renal Dialysis Quality Indicators
	Page
	               Standard
	                   Target

	6
	Data completeness
	100%

	New Patients
	 

	26
	Ethnicity (% white)
	N/A

	28
	Age of new patients
	N/A

	30
	Proportion male
	N/A

	34
	Haemodialysis at day 90 (%)
	N/A

	Prevalent patients
	 

	58
	Median age HD
	N/A

	
	Median age PD
	N/A

	
	Median age Tx
	N/A

	61
	Ethnicity (%white)
	N/A

	66
	Proportion on HD <65 years
	N/A

	
	Proportion on HD >65 years
	N/A

	69
	Use of APD
	N/A

	71
	One year survival (not censored)
	N/A

	Vascular access
	 

	79
	SA infection per 100 patients
	0%

	RA Standards
	 

	106
	URR 
	>65%

	110
	Bicarbonate HD
	20-26 mmol/l

	112
	Bicarbonate PD
	25-29 mmol/l

	122
	Haemoglobin HD
	>11 g/dl

	128
	Haemoglobin PD
	>11 g/dl

	154
	Phosphate HD
	<1.8 mmol/l

	152
	Phosphate PD
	<1.8 mmol/l

	155
	Corrected Calcium HD and PD
	2.2-2.6 mmol/l

	160
	PTH - HD and PD
	<32 pmol/l

	162
	Cholesterol HD
	<5 mmol/l

	163
	Cholesterol PD
	<5 mmol/l

	171
	Pre HD Blood pressure
	<140/90 mmHg

	171
	Post HD Blood Pressure
	<130/80 mmHg

	172
	Blood pressure PD
	<130/80 mmHg

	172
	Blood Pressure Tx
	<130/80 mmHg

	
	

	Page                              Standard
	                Target
	

	Transplantation
	 

	204
	Tx patients with GFR <30 mm/min
	N/A

	206
	Haemoglobin less than 10 g/dl
	N/A

	Survival
	 

	220
	1 year after 90 days
	N/A


Appendix 3
National Renal Workforce Planning Group Nurse Staffing Recommendations

Extracts from “The Renal Team: A Multi-Professional Renal Workforce Plan for Adults and Children with Renal Disease”, Recommendations of the National Renal Workforce Planning Group, 2002.

4.7.3 
Paediatric Nephrology Wards and dialysis units should be managed on a day-to-day basis by an Registered Children’s Nurse with ENB 147/136140. There should be a minimum of two Registered Children’s nurse per shift141. Ideally all nurses should possess this qualification.

Similarly qualified nurses should be available for clinical support and advice at all times, on site or on-call to provide specialist advice, support and extra-corporeal treatments. Staffing requirements for inpatients are set out in table 4.7.3.

Table 4.7.3 
Nurse staffing requirements for children’s renal services

	Treatment
	Staff ratio

	General paediatric nephrology beds
	1:3 to 1:4

	Acute dialysis/plasma filtration
	1:1

	In centre chronic haemodialysis

< 5 years of age (and some patients with special needs)

> 5 years of age
	1:1

1:2

	Immediate post operative care of transplants
	1 :1 (for 48 hours for > 5; year olds; for 72 hours for < 5 year olds)


4.7.4  
The responsibilities of Specialist nurses include preparation, training, community liaison and follow up. Caseloads for specialist nurses are given in table 4.7.4. In smaller units these roles may be combined.

Table 4.7.4
Case loads for specialist paediatric renal nurses

	Patient Group
	Caseload

	Pre-dialysis patients
	1:3

	Home peritoneal disease
	1:1

	Transplantation (outpatient follow up)
	1:5

	Respite care (including liaison with local facilities)
	1 per centre











� Different types of transplantation include cadaveric, live donor, antibody incompatible, marginal donors and non-heart beating donors.
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