



BSPAR CAC Meeting 25/01/12
Agenda

10:00 Welcome / Coffee

10:30 Clinical Networks - Appendix 1-4
1. Structure of Networks 
a. Population number Vs Geographical limitations
b. Role of the Tertiary unit 
i. Consultant

ii. Nursing

iii. AHP

iv. Training/Teaching
v. Research / clinical trials 
c. Role of the DGH

i. Consultant

ii. Nursing 

iii. AHP
iv. Teaching / training 

v. Research / clinical trials 
d. Role of the GP / GPWSI

2. Commissioning of Networks, including RCPCH Nephrology Network document
3. Monitoring of Effectiveness
4. Sharing good practice (how and what)
12:30 Lunch

13:15 Quality Standards

1. HQuip

2. NHS Outcomes Framework

3. Diabetes Framework and PBR Tariff
4. Peer Review

a. Who?

b. Where?

c. How Often?

d. Against what standards: Quality, Clinical Outcomes, involvement in research, input to patient registries etc?

e. Sanctions?
14:30 Guidelines Update

1. JIA overall Guidelines - Standard Guidelines in Audit Working Group (SGAWC), Jo Ledingham (Appx -2)
2. Drug Guidelines

15:30 Coffee

16:00 NICE Drug Appraisals
1. Tocilizumab

2. Canakinumab

16:30 Secretarial Support (appendix 3)
17:00 AOB

Appendix 1 – Current National Network / Sizes (adapted from N. Wilkinson)
	Tertiary rheumatology service
	regions covered
	size of region covered
<15y  (000)
	NHS consultants (WTE)
	Junior medical staff (WTE)
	CNS (WTE)

	Great Ormond Street 
	London / 
	> 2,500 total
	3
	3
	1.5 Nurse Specialist 

	
	% East of England
	 
	
	
	 + 0.5 Nurse Practitioner

	
	% S E coast / 
	 
	
	
	+ research nurse

	Birmingham 
	West midlands
	1,100
	2.5+
	2
	2

	
	% of E Midlands
	 
	
	
	+ research nurse

	Leeds 
	Yorkshire
	900
	2.5
	1
	2

	
	 
	 
	
	
	

	Nottingham
	East Midlands
	900
	2
	1
	2.2

	
	% East of England
	 
	
	
	

	Newcastle
	N East
	700
	2.2
	1 

(not fixed)
	2

	
	% N West 
	 
	
	
	+ research nurse

	Liverpool
	% N West / 
	900
	3.5
	2
	2

	
	& North Wales
	 
	
	
	+ research nurse

	Bristol
	S West & S Wales
	900+
	2
	2
	1

	Glasgow / Edinburgh
	 Scotland
	 
	2
	1
	2

	Manchester
	% N West 

 
	700

 
	2
	1
	1

	
	
	
	
	
	+ research nurse

	Oxford
	% South Central
	600
	1.2
	0
	0.7


Appendix 2 - Bringing Networks to Life - RCPCH guide (heavily edited - MF)
1 Executive summary: Networks, supported by strong clinical leadership and sound management, are fundamental to improving the quality of paediatric care. 
2
 What is a network?

2.1 
The generally accepted definition is: “Linked groups of professionals and organisations from 1°, 2° and 3° care, working in a co-ordinated manner, unconstrained by professional and organisational boundaries, to ensure equitable provision of high quality, effective services”
2.2 
The term ‘managed network’ may be more appropriate: this allows the whole pathway for the child to be delivered by NHS/partners working in an integrated management structure. The RCPCH documents, Modelling the Future sets out a generic model of what networks can include - the initial (diagnosis), the review stage for an established condition, and the transition stage (back to normal, on to adult services or into palliative care).   
3
 The Architecture of a Network 

3.2 
Governance arrangements for networks are more complicated than for a single organisation.  Networks support patient movement through the healthcare system and can address the boundary issues which arise between organisations.  

3.3 
Successful development depends on the relationships and a common understanding that develops between users, service planners, commissioners, providers and regulators. 
3.4 
The table below sets out the core principles for clinicians to consider when establishing and maintaining a funded managed clinical network, based on existing policy, literature reviews and evidence from the web linked existing networks.

3.5 
It also provides information, based on current practice, about the intended benefits for patient and families, and for service planners, commissioners, providers and regulators of care.  Network based outcome measures can drive up quality and efficiency of care and support service development across the complete patient journey.

5   The RCPCH vision for paediatric care  

5.1    RCPCH’s Mission is to transform child health through knowledge, innovation and expertise.  
5.2    The three RCPCH strategic documents, Modelling the Future I, II, III consulted members widely to establish a vision which will lead to improvement in children's health 
5.3    The following factors are essential for network development and service improvement:

· A simple model of service delivery in which networks are built around patient pathways

· Pathways based on collaboration not competition

· Involvement of clinicians and other professionals best placed to advise on each stage

· Joint leadership and working across organisational boundaries

· A shared philosophy and principles for all professionals involved  

· Clarity of purpose to improve the safety, outcomes and experience of services

· Being patient centred with family engagement and influence on service delivery  

· Quality metrics to identify the weakest links in the system

· Innovation and improvement to eliminate any problems identified

5.5
In 2011, the RCPCH published standards for Small and Remote units. The funded managed clinical network model is essential for these units to function effectively.  
5.6 
It is important for children to be able to access 3° services, and receive care as close to home as possible. 
5.7 
An example of a successful network is the development of neonatal networks. Problems with cot availability and long transfers have reduced since networks were introduced. 
5.8
In successful networks of care built around specialist children’s hospitals, children will receive the best possible quality of care as close to where they live as possible. Without successful networks, children might receive poorer quality treatment locally, or else may be required to travel long distances, receiving treatment that could just as easily take place in their local hospital
The impact of not having a networked approach to the provision of care  

5.10 
Children’s health care crosses organisational and professional boundaries, particularly for vulnerable children, and all those with long term conditions or complex health needs. A DoH and RCPCH project highlighted that funded managed clinical networks would:

· ensure collective capacity and expertise 

· have clear pathways for accessing specialist advice, for example for children and young people subject to sexual abuse or infrequent presentations of maltreatment 

· facilitate high quality training, development and support for clinicians 

· improve governance and quality improvement mechanisms and

· facilitate strategy development. 
The importance of clinical and professional engagement in the network model

5.11 
Clinical leadership is crucial to the success of clinical network function.  Some networks have established job descriptions for network clinical leads – e.g on the RCPCH website.

Networks can provide the opportunity for clinicians to: 
· Voice the needs of their patients and their families 
· Develop and use their leadership skills to influence NHS commissioners and service planners 
· Further develop their understanding of the NHS and partner agencies  
· Further develop their education and training roles
· Undertake clinical lead roles which have an impact on service and workforce planning Develop shared protocols and guidelines [local, regional or national] 
· Develop standards  and quality assurance  frameworks 
· Work with a range of professional and organisational groups, individuals, parents and families 
· From an individual professional perspective, keep up their continuing professional development
5.13 
Joint working by professionals from different specialties, and public representatives, can have influence in terms of changing service provision. 
The Importance of Networks in the Current Policy Context: England

5.14  
There is a legacy of NHS policies which set out the basis for clinical networks including one linked to the NSF and in particular the NHS review by Lord Darzi which described the importance of delivering care by implementing clinical pathways.  This principle remains and with an increasingly market-based system of clinician-led healthcare provision, clear processes for pathways of care are essential. 
5.15 
There is recognition of the importance of a networked collaborative approach involving clinical senates and MCNs overseen by the NHS National Commissioning Board. 
5.16
 It is important that the new structures acknowledge the expertise and skills offered by networked care and that provision is adequately funded with clear governance in place to improve clinical outcomes for children.  The development of Health and Wellbeing Boards and Joint Strategic Needs Assessments (JSNAs) needs to be informed by clear evidence and data in order to provide appropriate scrutiny to commissioning arrangements across health and social care.  

5.17 
The Forum’s report recommends embedding networks at all levels of the new system, with further work to define them and review their range, function and effectiveness.  
5.18 
At the time of writing (October 2011) there is a working group developing a model for supported clinical networks in England subject to overarching legislation. 

The Importance of Networks in the Current Policy Context: Scotland

5.20
In Scotland, National Delivery Plan investment has stimulated several pieces of work including a catalogue of resources and development of quality indicators. An important policy document is Better Health, Better Care (2007) and A Force for Improvement: The Workforce Response to Better Health Better Care provides an analysis of workforce requirements and funded managed clinical networks. 
The Importance of Networks in the Current Policy Context: Northern Ireland

5.22 
Health and Social Care are provided as an integrated service. Work has commenced on developing a Children’s Service Framework, and if this is accepted and implemented, it includes explicit commitments to implement MSNs for acute and long term conditions.
6 Overcoming pitfalls and barriers to the success of networks:  The view from paediatricians is that to deliver pathways, the network model must be implemented. Experiences to date show that there are four main themes which have to be tackled to make funded managed networks work effectively:

Resistance to Change - Convincing the public, the politicians and staff

6.2 
The public, politicians, and professional colleagues need to be persuaded that the network model is the best way to deliver services for all children and this may mean a change to the provision of care in their locality. This can be done by reconfiguring services to concentrate expertise, and sometimes means closing local services. Families may have to travel further but clinicians can articulate the benefits of such intended service redesigns. Any redesigns must recognise the consequences faced by families and staff for extra travel, and steps must be taken within the network model to minimise its impact. 

Absence of evidence of benefits is not evidence of absence of benefits.
6.3 
Government policy is focussing on defined outcomes which measure the quality and efficiency of care, with governance processes that drive service improvement.  Defined outcome measures and frameworks are at an early stage of development in the NHS. Therefore evidence might not be immediately available. 
6.4 
By measuring quality of care over time there is the potential for reduced costs and increased quality of service. Networks are ideally placed to measure changes.

Funding support for Networks and services

6.5 
Some specialist networks, (particularly in Scotland, and the Cancer networks in England) already receive central NHS funding whilst others rely on locally agreed support. In an environment, which particularly for England encourages competition and choice, the collaborative ‘patient pathway’ approach to care through the network model has not been progressed, in spite of the case for the network model being made by clinicians.   

6.6 
A significant barrier has been boundaries, with individual organisations reluctant to take on additional services, and children not receiving the full range of care. By defining requirements for the whole pathway, new activity may be identified which may increase initial costs to commissioners. This must be addressed within the commissioning framework. 
Governance arrangements of Networks  

6.7 
Literature reviews of networks, in addition to the pitfalls and challenges already described, have noted a number of factors which can hinder their effectiveness:

· Organisations/staff don’t have a shared vision leading to inequity in setting objectives and implementing strategies/policies.  

· Networks may become ‘exclusive’ rather than representative. Therefore there must be representation of all stakeholders at some level within the network organisational arrangements.

· Networks, through flawed or ineffective cross boundary organisational governance, IT, HR, and communication arrangements do not meet the necessary objectives, or fail to produce evidence for service improvement. Networks then become difficult to sustain. 

6.8 
The experience of established MCNs indicates that, as networks mature, the risks diminish.
7 Moving from Ideas to Reality.  By getting professionals, families, service planners, etc to solve problems together, issues that have been present in organisations for years can be tackled. eg:
· Are your patients needs being met?

· Do your patients have access to the range of services they require?

· Is there a forum in your organisation, or in the locality, for children, young people and their families to be engaged in planning their local services?

· Are RCPCH/ other standards/outcome measures being implemented? If not why not? 

· Are there other national guidelines which should be implemented? 

· Are there governance issues which need to be addressed e.g. unsustainable services due to staff shortages?
· Is there staffing provision in each sub-specialty to support regional services? 
· Can they be readily accessed and in a timely fashion?
· Is there enough provision within the team for cover when a specialist is on leave?

· Are there other services which you can support to ensure children receive the best care? 

· Are there outcomes from audits/research which are driving service improvement?

· Are there quality improvement programmes? 

· Are there monies available requiring coordinated investment?

· Are there examples of local clinical guidelines and care pathways?

· Do these local clinical guidelines align with endorsed national guidelines?

· Are there any examples of good multi disciplinary teams?

· Are there examples of good audit practice which should be shared?

· Are there examples of shared data systems, websites?

· Are there any examples of good cross – organisational boundary working relationships? 
· Does your organisation have, and also plan ahead for, the right workforce? 

· Does your organisation offer the best training?

At regional level (including questions raised at local level and in your unit) – this helps with progression to a mature managed clinical network:

· Are there any key drivers which highlight the key issues for paediatric services? 

· Are there ways in which the public can engage to shape the service? 

· Is there a need to develop a number of patient pathways?

· Are there any established patient pathways? 

· Are there agreed service specifications across the locality with planners and commissioning bodies? If so, are they being implemented and evaluated?

· Do you meet with the planning and commissioning leads?

· If there is going to be a change in the commissioningstructure, who are the leads and are they aware of key issues affecting paediatric services?

· Are outcomes measured and driving service improvement? 

· Are there any examples of good practice wrt teams working across boundaries?

· Are there established fora where clinical leads can get together to meet with leads from Provider Trusts/Service Planners/Commissioners and with patient representatives?

· Are there clinical networks in your area and if so are you engaged in these?

· If you have identified a need, is there a plan for the establishment of managed clinical networks? Is this plan going to be funded and how?  How is the plan being translated into patient pathways and service redesign?

· Is primary care and public health teams linked in to service improvement pathways?

· Is reconfiguration already taking place? If so, who is leading the process and how?

· Is there linked staff development between the training outputs from Deaneries, SHAs and the needs of the service? 

· Are there opportunities for collaborative research?

Network example - template for webpage on www.rcpch.ac.uk

Network title: 




 Date of completion of form:

Contact Name / number / e-mail: 
Contact position/title:

Website : 

Established since: 




Geographic area:  

Population covered (total < 18)   


No of patients involved pa (approx):  

Background;  




Commissioning arrangement and Budget ;  . 

Audit or monitoring arrangements 

Governance / management  arrangement
Staffing





Involvement of patients and public 

Challenges





Progress/ Impact :

Lessons learnt:: 




job description for the clinical lead?
for more information or to return the form please  contact Sue.Eardley@rcpch.ac.uk 020 7092 6091

Appendix 3  - ARMA: Establishing clinical networks for MSK services – a discussion paper

Introduction: The Government has made clear that a key objective of the NHS reforms is to secure greater involvement from clinicians in commissioning NHS services. A key role has been identified for healthcare professionals working in secondary care and other services, through the establishment of clinical senates and the development of clinical networks. This paper makes six recommendations:
Recommendation 1: Clinical networks for musculoskeletal conditions should be developed to support commissioners of public health, NHS and social care services in improving outcomes.

Recommendation 2: Clinical networks should be funded by the National Commissioning Board so as to ensure that consistent support is available to commissioners in improving the quality and efficiency of MSK services.

ARMA believes that the following should be the core functions of clinical networks:

· Supporting commissioners to deliver improvements in outcomes. 
· Promoting integration of services throughout care pathways and enabling informed patient choice
· Advising local commissioners on the MSK health needs of the population
· Assisting commissioners in assessing/performance managing providers on the basis of quality
· Promoting efficiency whilst safeguarding quality 
Recommendation 3: A core set of responsibilities should be identified for clinical networks.  The primary functions of clinical networks should be to: 

· Support commissioners in delivering improvements in outcomes across all relevant domains of the public health, NHS and social care outcomes frameworks

· Promote integration of services throughout the care pathway and enabling informed patient choice

· Advise local commissioners on the musculoskeletal health needs of the population

· Assist commissioners in  assessing and managing the performance of providers on the basis of quality

· Promote efficiency whilst safeguarding quality

· Facilitating condition-specific user involvement

Recommendation 4: Any additional responsibilities which networks assume should be funded locally.

As a minimum, networks should have a lead clinician, lead nurse, lead pharmacist and lead allied health professional.  Networks may wish to assign leads to each of the relevant domains of the outcomes frameworks.

Recommendation 5: The NHS Commissioning Board should develop good practice guidance on effective clinical networks.  This should outline a core set of expertise which networks should seek to include.

Recommendation 6: The expertise provided by charities and professional associations should be drawn on as networks develop.

Appendix 4  - ARMA Response to Future Forum report (Ros Meek July ‘11)

The Government has today published a detailed response to the Future Forum’s report into reform of the NHS.  In their response, they confirm that key changes to the NHS will include:

· Overall accountability for the NHS: The NHS Commissioning Board and CCGs will actively promote the NHS Constitution, including the 18 week limit on waiting times. Ministers are responsible for the NHS overall 
· Clinical advice and leadership: GP consortia will be called “Clinical Commissioning Groups”; Commissioners will be supported by clinical networks advising on single areas of care, and new “clinical senates” in each area of the country (providing multi-professional advice on local commissioning plans) – both hosted by the NHS Commissioning Board

· Public accountability and patient involvement: There will be clearer duties across the system to involve the public, patients and carers. Governance for CCGs and Foundation Trusts will be improved: their governing bodies will have lay members and will meet in public. Health and wellbeing boards will have a stronger role in local councils, with the right to refer back local commissioning plans that are not in line with the health and wellbeing strategy 

· Choice and competition: Monitor’s core duty will be to protect/promote patient’s interests – not to promote competition as an end in itself. New safeguards against price competition, cherry picking and privatisation. Stronger duties on commissioners to promote (and Monitor to support) care integrated around the needs of users the NHS Commissioning Board will promote innovative ways to integrate care for patients

· Developing the healthcare workforce 
· ensure a safe and robust transition for the education/training system. Health Education England will provide national leadership/accountability while moving towards provider-led networks. ensure that, during the transition, deaneries will continue to oversee the training of junior doctors and dentists, and give them a clear home within the NHS family

· improve the quality of management and leadership, eg by retaining the best talent from PCTs and SHAs and through the ongoing training and development of managers
	Planned date 
	Commitment 

	October 2011 
	• NHS Commissioning Board established in shadow form as a special health authority 

	During 2012 
	• Health Education England and the NHS Trust Development Authority are established as special health authorities, but in shadow form, without full functions 

	April 2012 
	• Extending the choice of Any Qualified Provider, which will be phased in gradually 

	October 2012 
	• NHS Commissioning Board is established as an independent statutory body, but initially only limited functions – eg establishing and authorising clinical commissioning groups 

	October 2012 
	• Monitor starts to take on its new regulatory functions 

• HealthWatch England and local HealthWatch are established 

	1April 2013 
	• SHAs and PCTs abolished. NHS Commissioning Board takes on its full functions 

• Health Education England takes over responsibilities for education and training 

• The NHS Trust Development Authority takes over responsibilities for the foundation trust pipeline and for the overall governance of NHS trusts 

• Public Health England is established 

• A full system of CCGs established. NHS Commissioning Board will only authorise groups to take on their responsibilities when they are ready 

	April 2014 
	• Remaining NHS trusts authorised as foundation trusts by April 2014. But if any trust is not ready, it will continue to work towards FT status under new management arrangements 

	April 2016 
	• Monitor’s transitional powers of oversight over foundation trusts will be reviewed (except for newly authorised FTs, where Monitor’s oversight will continue until two years after the authorisation date if that is later) 


Appendix 5: 60 Quality Standards for the NHS – Published 7/12/11 by Andrew Lansley

Paed. Markers only listed, rheumatology-important in red
PREMATURE DEATH 

1. Numbers of extra years that, on average, a person could have lived if given access to timely and effective health care.

4. Mortality rates in under-75s from: cardiovascular disease
5 Mortality rates in under-75s from: respiratory disease 
6. Mortality rates in under-75s from: liver disease 
15. Rates of infant mortality
16. Rates of neonatal mortality
QUALITY OF LIFE FOR PEOPLE WITH LONG-TERM CONDITIONS 
19. Health-related quality of life for people with long-term conditions. 

20. Proportion of people feeling supported to manage their condition. 

21. Employment of people with long-term conditions. 

27-29. Unplanned hospitalisation for asthma, diabetes, or epilepsy in under-19s
30. The health-related quality of life for carers. 

HELPING PEOPLE RECOVER AFTER ILL HEALTH OR INJURY 
33. Emergency hospital admissions for acute conditions (ie injury or sudden onset of ill health) that should not usually require hospital admission. 

34. Emergency readmissions to hospital within 30 days of discharge. 

35. Health improvements following hip or knee replacements

38. Numbers of children who have to be admitted to hospital due to LRTIs. 

39. Degree of recovery from injuries and trauma. 

40. Degree of recovery six months after a stroke. 

41. Degree of recovery after brittle-bone fractures, namely the proportion recovering previous levels of mobility after 30 days and 120 days. 

PATIENT EXPERIENCE 

44. Patient experience of GP services; GP OOH; NHS dental; hospital care (overarching indicators). 

45. Patient experience of outpatient services. 

46. How well hospitals respond to in-patients’ personal needs (ie eating, going to the lavatory, etc). 

47. Patient experience of A&E. 

48. Ease of access to GP services and NHS dental services. 

49. Women’s experience of maternity services. 

50. A measure of the experience of end-of-life care (by asking bereaved carers). 

51. Patient experience of community mental health services. 

52. Children’s/young people’s experience of health care. 

TREATING PEOPLE SAFELY 

53. Reported patient safety incidents. 

54. Safety incidents involving severe harm or death. 

55. Incidence of hospital-related venous thrombo-embolism (VTE). 

56. Incidence of health care-associated MRSA and Clostridium Difficile infection. 

57. Incidence of serious acquired pressure ulcers

58. Incidence of medication errors causing serious harm. 

59. Admission of full-term babies to neonatal care. 

60. Incidence of harm to children due to 'failure to monitor’ their condition. 

Appendix 6 - Improving the standard of care of children with kidney disease through paediatric nephrology networks Report of a working party of Royal College of Paediatrics and Child Health British Association for Paediatric Nephrology NHS Kidney Care

Executive summary: There are 13 tertiary centres for paediatric nephrology in the UK of which 10 provide renal transplantation services. 
3.1 Overall structure

Individual kidney diseases are rare so there will be insufficient experience for all those providing care for children to gain and maintain expertise. Whilst much of the expertise will necessarily be concentrated in the 3° hospital it is essential that structures are put in place to support care close to home whilst providing the highest overall standard of care for the child.

Specialised renal services9 can be delivered in a number of ways:

· care within a specialist paediatric renal unit (both in-patient and out-patient)

· expert advice from a paediatric nephrologist to other paediatric specialists eg PICU
· outreach clinics held with thel paediatrician in the local hospital

· expert advice from other MDT members to other healthcare staff working in peripheral hospitals or within the community.

· expert advice from other multidisciplinary team members to other healthcare providers

· MDT visits to the patient’s home/school to provide training/support to the child, family, etc
3.1 Recommendation

· Commissioned pathways of care reflect the principle of providing as much care and treatment as close as possible to the child’s home, whilst ensuring the best possible outcome for the child 
· Geography/local resources are taken into consideration when deciding structures to deliver these services. A few Trusts may be a very short journey away from the 3° centre, and so it may be most appropriate for all care to be delivered from the 3° centre. 
· Networks have a nominated network lead responsible for ensuring referral criteria and standards are agreed and all the necessary protocols to support delivery of care are in place 
· All Trusts providing children’s services should have a nominated consultant paediatrician who is the local clinical lead for paediatric nephrology services in that centre. 
· To avoid fragmentation and to promote integration of care the nominated clinical lead should jointly conduct the outreach clinics with the tertiary nephrologist, with input from the MDT
· Clinic frequency will depend on demand, no. of patients, case mix, and social deprivation. 
· The local team provided with support so as much care as possible can be delivered locally. 
· An identified paed. nurse in each centre to liaise with the paed. renal nurses in the 3° centre. 
· A directory of children’s community nurses available in each area with indications of their roles and responsibilities to facilitate referral to the most appropriate individuals. 
· Close liaison between the paediatric renal and local dietician will facilitate local delivery of care. 
· Due to lack of local MDT workforce, patients with more complex problems may be reliant on their health needs being delivered only in the 3° centres, resulting in local hospital and community teams becoming increasingly de-skilled. Therefore support and development of the local teams is essential to ensure provision of high quality appropriate care

· There is adequate 3° and local MDT support with close liaison between all members of the MDT at the 3° centre and local centres, 
· Agreed shared care protocols and robust systems of communication and information sharing. 
· Within a defined structure for service delivery, there must be clarity about management arrangements. 
· All participants in the networks adhere to the principles of clinical governance, agree on standards to be met, and have protocols defining clear lines of responsibility and accountability. 
3.2 Population bases 
A report published in 199512 suggested that the minimum population base for a tertiary unit is 3 million with a population of 4-5 million being closer to the ideal. This consideration led to the current designation of 13 tertiary units.

3.2.1 Recommendation

· The population base for a network takes into consideration not only the critical mass for clinical effectiveness but also acceptable travelling times for those requiring care at the tertiary centre

· Three of the smaller units whose populations are insufficient to support a transplant service do not provide transplantation but link to another tertiary unit for transplantation. 
· There may be some supra-specialised care provided by only some networks. Strong linkages between those networks need to be established to enable such care to take place. 

3.3 Access to service 

Access to all children’s services should be equitable. This means access both to facilities and expertise which require services to be linked across geographical, political and NHS boundaries. One of the key considerations for paediatric nephrology services is availability of urgent care and advice, especially outside normal working hours. 
3.3.1 Recommendation

· Specialised nephrology advice on all aspects of medical and nursing care, and adequate capacity for transfer to the tertiary centre, is available 24/7 to support the network. 
· Access to dieticians should be available daily. 
· Medical discussion takes place at consultant to consultant level 
· All networks have an effective patient transfer system both for emergencies and for routine aspects of patient care. 

3.4 Inter-relationships with other services

The document “Commissioning Safe and Sustainable Specialised Paediatric Services”14 recognised the critical inter-dependence of specialised children’s services. It defined three categories; 
· Red where co-location on the same site was mandatory. 

· Amber where there is an identified relationship under some circumstances. 
· Green where co-location was not necessary 

3.4 1 Recommendation

· Paediatric nephrology is co-located on the same site as specialised surgery and PICU
· Many children with severe renal disease have this as a result of complex urological problems. 
· Paediatric urology centres should have particularly clear and supportive. 
· Both services work closely together establishing joint protocols for referral and management for children with less complex problems. 
· Co-location of paediatric nephrology and urology networks should be encouraged. 
· Adolescents with renal disease are a vulnerable group of patients and closely co-ordinated work between paediatric and adult renal teams is essential
· Paediatric nephrology networks are co-located with relevant adult services and include preparation for transition and transfer to adult services“
· Those commissioning paediatric radiology services consider the nephrology need for procedures such as biopsies, and insertion of both vascular and ureteric stents
3.5 Patient and Carer involvement

Patients and carers should be involved at all stages in the development and evaluation of nephrology networks. Patient reported experience measures (PREMS) can provide a useful indication of patients’ and their carers’ perspectives on their care, but by their nature they reflect experience rather than outcome. The need for better measurement of health improvement and for information to come from patients themselves has led to an increased interest in patient reported outcome measures (PROMS). 
3.5.1 Recommendation

· Patients/carers involved at all stages in the development/evaluation of nephrology networks. 
· Structure of the network clear to the patients/carers so it is explicit how a child’s care is to be delivered across the network. 
· Structures such as Renal PatientView (RPV), an electronic information system, are very helpful. 
· All children with specialist conditions have access to information that enables them with their carers to make informed decisions and encourages partnership in decision making. 
3.6 Information technology

Monitoring of children with renal disease is reliant on regular biochemical surveillance and clinical information such as weight and BP. These must are readily available at all points of the network. Prescribing in children with renal disease is particularly complex. Therefore having a single centrally available electronic list of current medications prevents drug errors. Facilities for reciprocal sharing of clinical information (lab. data, medications and clinical information), ideally electronically are essential. 

3.6.1 Recommendation

· There is a renal IT system or equivalent that is capable of transferring appropriate data, wherever collected in the network, to the UK Renal Registry. 
· That system is available in all centres to support day to day multidisciplinary clinical care including access to results for patients and families.

· There is huge potential for telemedicine to enhance patient care across networks. Consultations could occur, reducing travelling times/costs and facilitating effective communication.

3.7 Research and audit

Renal disease in children is rare and therefore meaningful research can only be carried out through co-operation in multi-centre trials. 
3.7.1 Recommendation

Paediatric nephrology networks will participate in high quality research/audit and participate in the setup and sustainment of Disease Working Groups for optimal management of paediatric renal diseases 

4. Commissioning

Paediatric nephrology is a high cost, low volume specialty and is defined for England in Specialised Services National Definitions Set 23 section 19 Specialised Services for Children1. The document gives some guidance on conditions that need to be managed by a specialised paediatric nephrology centre and those that can be managed by a local hospital with shared care arrangements. It also recognises those activities that are excluded from current Payment by Results tariffs and that therefore require locally negotiated tariffs. In the next year the arrangements for the current sets will be reviewed.

Paediatric patients’ nephrological pathways can be complex. Mapping existing provision can inform the development of a strategic vision for future commissioning.

Commissioning is also occurring in a changing political environment. Clinicians, led by GPs will commission the majority of healthcare but it is anticipated that commissioning of children’s specialist services will be conducted by the national NHS Commissioning Board. Details have not been revealed. 
Commissioning whole pathways to improve patient experience will be challenging. The National Commissioning Board will work closely with CCGs to commission a national pathway with defined shared care arrangements within the network. Collaborative processes between clinicians and commissioners are essential to meet the child’s best interests.

Different arrangements are in place in the devolved nations. Regardless of the political structure commissioning arrangements must ensure that pathways are safe and sustainable, having sufficient volume to be safe and configured in such a way that sustainability and cost effectiveness is assured.

4. 1 Recommendation

Commissioning arrangements ensure that entire paediatric nephrological pathways are commissioned. Pathways conform to the critical inter-dependencies framework having sufficient volume to be safe and configured in such a way that sustainability and cost effectiveness is assured.

5. Quality assurance standards

5.1 Clinical competences

It is essential that all those providing care for children with renal disease are appropriately trained. 

5.1.1 Recommendation

· All members of the MDT are appropriately trained and have access to CPD
· The network itself serves a training function; a major role for all clinicians working in the 3° centre should be to educate those working in other parts of the network through personal contact, provision of written materials, and development of electronic learning tools.
· The network has a remit to provide training for all those within the network to gain and maintain clinical competences. Resources to deliver this are commissioned and protected.
5.2 Disease specific referral criteria

There is a large variation in the different kidney diseases as well as the level of expertise that is required to manage those conditions. It is necessary to consider disease-specific pathways of care and although all will adhere to the principle of care close to home, inevitably some conditions will require greater 3° centre involvement than others. 
5.2.1 Recommendation

· Children with rare kidney disease or needing complex Rx are managed largely by the 3° centre. 
· Moderately rare disease with few requiring complex treatment may be managed in 2° care using shared care protocols, with advice from the 3° team and occasional care at the 3° unit. 
· Common conditions not requiring complex Rx may be managed entirely in 2°.

Using these categories we have been able to derive suggested disease- specific quality standards for diagnosis, referral and management. 

5.3 Disease specific quality standards - Chronic kidney disease
In addition to the standards of the National Service Framework for Children Young People and Maternity services (NSF)23, part 1 of the National Service Framework for Renal Services established five standards for dialysis and transplantation in people with established renal failure.17
Nephrology networks must meet the quality requirements of the National Service Framework for Renal Services. NICE 26 has produced guidance on the management of chronic kidney disease for adults. 
Quality standards for chronic kidney disease (CKD)

· All children with the following should be screened for CKD.

· Antenatal diagnosis of renal disease/known structural renal disease

· Family history of renal disease

· Multi-system disease 

· Hypertension (Blood pressure > 95th centile for age/sex on 3 separate measurements)

· Proteinuria and/or haematuria

· Recurrent urinary tract infections

· All children with eGFR <90 should be referred to SPIN/paediatric nephrologist

· All children with CKD and declining function, or stable patients with CKD 3B or less should be reviewed at least annually by a paediatric nephrologist

· All children with CKD and hypertension should have their blood pressure maintained at the 50th centile for age

· Children with CKD and significant proteinuria (first voided urine Up/Uc > x3 upper limit of normal (ULN) or alb/creat > x3 ULN) should have a trial of ace inhibitors (ACEi) or angiotension 2 receptor blockers (ARB) singly or in combination to reduce proteinuria

· All children with CKD 3 or higher should be reviewed at least annually by a renal dietician

· Children with CKD 3B or higher should be reviewed by/have access to a psychologist annually

· Children with CKD 3B or higher, and their parents, should have access to high quality education to enable understanding and informed choices about present and future treatment options

· Systems should be in place to ensure that the network audits Renal Association 22 guidelines and responds to results.

· All children with risk factors for CKD should have 

· Proteinuria measured in the first urine sample of the day 
· Blood pressure measurement

· eGFR calculated using the formula: 
· height (cms) / plasma creatinine (umols/L) x 40, (normal >90 mls/min/1.73 m2)
· growth measured and plotted at least 6 monthly

· Children with CKD and significant proteinuria should have a trial of ACEi or ARB unless contraindicated eg hyperkalemia

· All children with CKD 3B or higher should be reviewed at least annually by a paediatric nephrologist and discussed with a renal dietician and a psychologist 

· Evidence of education programme for families should be in place

· There should be evidence of annual audit against Renal Association guidelines, with response to and improvement of outcomes
5.3.2a Recommendation

Paediatric nephrology networks meet the British Association for Paediatric Nephrology quality standards for the management of chronic kidney disease. 

6. Workforce Planning

In 2002 & 2003 a National Renal Workforce 33.34 group undertook a detailed analysis of the provision of staff for tertiary paediatric renal services and identified significant under-provision of medical paediatric renal staff. A balance must be made between aspiration and resource limitations when calculating workforce requirements but paediatric nephrology services are highly specialised with a significant proportion of emergency care being required and because of the very specialised and technical demands of renal failure management, cross-cover from other specialties is not appropriate. 
6.1 Tertiary paediatric nephrologists

· A suggested target in a 1995 report12 based on a minimum of 4 WTE consultants in every comprehensive centre (providing a service to 3-5 million people) was 59 WTE paediatric nephrologists across the 13 tertiary centres. 
· This level of staffing would afford a minimum 1 in 4 rota as had been recommended for adult nephrologists and general paediatricians. 
· Increased workloads (increased patient numbers and intensity of Rx, along with absence of resident medical staff with any paediatric nephrology experience) led to this estimate being revised upward to 72 WTE in 200233. 
· No unit has yet achieved these recommendations. 

· Recent RCPCH data32 on the average number of general paediatricians in a DGH is 9-11 WTE with an average of 8.5 consultants participating in the acute on call rota. 
· Recall rates and out of hours care is not dissimilar for paediatric nephrologists and general paediatricians and thus it is likely that even the 2002 recommendations may be insufficient. 
· 2009 data on consultant paediatric nephrology workforce compared with the 2002 recommendations is illustrated in table 7.

Table 7 2009 Paediatric nephrology consultant workforce

	Unit
	2002 NHS

WTE
	2002 academic

WTE
	2002 proposed

NHS WTE
	Current NHS

WTE
	Current Academic

WTE

	Belfast
	1.5
	0.5
	5.0
	2.5
	0.5

	Bristol
	3.6
	0.4
	5.0
	4.3
	1.3

	Birmingham
	2.8
	0
	6. 0
	4.2
	0

	Cardiff
	1.6
	0.4
	5.0
	3.8
	0

	ECH London
	3.5
	0.5
	7.0
	5.6
	0

	Glasgow
	4.0
	0
	5.0
	4.6
	0

	GOSH
	3.8
	2.0
	7.0
	6.0
	3.0

	Leeds
	2.5
	0.5
	5.0
	4.0
	0

	Liverpool
	3.0
	0
	5.0
	4.0
	0

	Manchester
	4.0
	0
	6.0
	5.5
	0.5

	Newcastle
	3.5
	0
	5
	3.5
	0

	Nottingham
	2.0
	0
	6.0
	4.6
	0

	Southampton
	2.0
	0
	5.0
	3.0
	0

	Total
	37.8
	4.3
	72
	55.6
	5.3


6.2 Paediatricians with a special interest in paediatric nephrology (‘SPIN’ doctors)

The BAPN nephrology networks survey confirmed the diversity of need for renal services in local paediatric centres around the UK. This diversity is partly dependent on size of child population served, but also on the presence of other local specialist services such as PICU, NICU, and surgical services. Larger centres which have other specialist services will require a paediatrician with a special interest in paediatric nephrology (SPIN) to support those services as well as provide the local nephrology service.

6.2.1 Recommendation

· Larger centres which have other specialist children’s services have a SPIN

· From the survey, at least 25 centres require the services of a SPIN, and this need is likely to grow in the future, 
· An alternative would be a far greater role from visiting paediatric nephrologists which would not be practical under present arrangements.

· A curriculum for specifically training these doctors has only recently been developed21. 
· Appointment to these modules is at a local level, and based on the preferences of trainees wishing to pursue this route, and capacity within the local “middle grade” workforce. 
· Training and workforce planning for those becoming SPIN doctors needs to be more closely co-ordinated. 
· The BAPN intends to monitor the numbers entering such schemes, but is limited by not having direct responsibility for these trainees unlike the tertiary trainees for whom there is direct contact and responsibility.
6.3 Link paediatricians (“local leads”)

Smaller paediatric centres are likely to have fewer patients with specialised complex nephrological problems, should be a “link paediatrician” in each hospital, acting as the “local lead” for nephrology. These paediatricians are, at the least, the common link with the regional paediatric nephrology centre, and will ensure that pathways of care for children meet the quality standards. In future many of these doctors may also have completed the SPIN curriculum.

There is currently a shortfall of about 40% of paediatric centres without a local lead for paediatric nephrology. This needs to be addressed both by commissioners ensuring that commissioning arrangements consider the delivery of care along the entire pathway and also by the ongoing training of consultants currently in post.

6.3.1 Recommendation

Training and workforce planning for those becoming the local clinical lead within a network is identified and commissioned both through local commissioning arrangements and at a national level through training and workforce planning strategies.
6.4 Paediatric renal nurses

The review of Multi-professional Paediatric Nephrology Services in the UK in 2003 gave comprehensive recommendations for the patient nursing staff ratios for children managed in 3° centres as inpatients, on PD and HD. These recommendations are still felt to be valid and are in line with the RCN document defining Staffing levels for Children and Young People Services36. Nurses are increasingly taking on management roles with responsibilities in all clinical areas to increase flexibility. However there still need to be identified leads for specialised areas of work such as CKD 4 and 5, HD, PD, and transplantation. All nurses working in these areas have responsibility for preparing and training families for future treatments, liaising not only with other health professionals but also with social services and education in addition to providing direct nursing support. They also have a strong educational role in supporting local teams and development of protocols so that as much care as possible can be delivered locally. 
6.4.1 Recommendation

Networks have named renal nurse responsible for training, on-going development and communication. 

6.6 Other allied health professionals

The review of Multi-professional Paediatric Nephrology Services in the UK in 2003 also made recommendations for pharmacists, psychologists, social workers and play specialists. All these recommendations remain valid. 
Appendix 7 - Facing the Future: Standards for Paediatric Services April 2011

(amended by RCPCH Council March 2011) ©2011 RCPCH – Abridged for BSPAR - MF
Introduction: The Temple report concluded that consultant-delivered care (defined as “24 hour presence or ready availability”) was the only viable model for the future. (4) This document sets out a series of minimum standards to be achieved by all acute, general paediatric services. The standards were developed using a review of the relevant literature and consultation with paediatricians. 
1. Every child or young person who is admitted to a paediatric department with an acute medical problem is seen by a paediatrician on the middle grade or consultant rota within four hours of admission.

2. Every child or young person who is admitted to a paediatric department with an acute medical problem is seen by a consultant paediatrician (or equivalent staff, speciality and associate specialist grade doctor who is trained and assessed as competent in acute paediatric care) within the first twenty four hours.

These two standards apply to acute rather than elective admissions, and also they refer to admissions to paediatric departments rather than mere attendance at, for instance, emergency departments. 

“3. Every child or young person with an acute medical problem who is referred for a paediatric opinion is seen by, or has the case discussed with, a paediatrician on the consultant rota, a paediatrician on the middle grade rota or a registered children’s nurse who has completed a recognised programme to be an advanced practitioner.”

Standards 1, 2 and 3 were arrived at by consensus during extensive discussions by the RCPCH Council and  Executive Committee.

4. All SSPAUs have access to a paediatric consultant (or equivalent) opinion throughout all the hours they are open.

All SSPAUs should have consultants or SSASG equivalents available for advice even if they are not physically present. Any child who is continuously present in an SSPAU for > 8 hours will be discussed with a consultant or paediatrician on a middle grade rota. Standard 4 is based on published evidence.

5. At least 1 handover in every 24 hours is led by a paediatric consultant / equivalent.

6. A paediatric consultant /equivalent is present in hospital during peak activity.

There is growing evidence that clinical information can be lost during the handover process.7 It is also well documented that the peak admission time for acute paediatrics is the early evening, 5-10pm, when traditionally the consultant has not been present. Standards 5 and 6 are based on published evidence.

7. All general paediatric inpatient units adopt an attending consultant system, most often in the form of the ‘consultant of the week’ system.

The consultant has no other clinical duties during that week but is fully available for the management of acute admissions.9 Standard 7 has a pragmatic base, and was arrived at consensually.

8. All general acute paediatric rotas are made up of at least 10 WTEs, all of whom must be EWTD compliant.

9. Specialist paediatricians are available for immediate telephone advice for acute problems for all specialties, and for all paediatricians.

It is imperative that local paediatricians have access to appropriate specialist advice in a timely manner, This standard aims to ensure that the local paediatrician can access the specialist opinion that is needed when faced with acute problems in children and young people with complex and specialist needs. It is optimal if such advice is provided as part of a managed clinical network which encompasses all of the local secondary care providers. This standard does not apply when the presenting problem is not an emergency, nor does it apply to referrals from non-paediatricians who should, in the first instance, seek the advice of their local paediatric service. Standard 9 was arrived at by consensus.

10. All children and young people, children’s social care, police and health teams should have access to a paediatrician with child protection experience and skills (of at least Level 3 safeguarding competencies) available to provide immediate advice and subsequent assessment, if necessary for children under 18 years of age where there are child protection concerns. The requirement is for advice, clinical assessment and the timely provision of an appropriate medical opinion, supported with a written report.

3. Conclusion: We have set out a series of service standards that we consider to be a minimum for acute, general paediatric services. We also intend to develop standards for some subspecialty services. 

Appendix 8 - Audit of the BSPAR SOC for Juvenile Idiopathic Arthritis (JIA) – 

1. Multicentre audit completed by  trainees – presented at BSPAR N’ham 2011 - paper in progress – led by Akhila with myself and Karen 

2. Application to HQIP for prospective audit of SOC and development of consumer feedback tool, and quality indicators / quality improvement initiatives – funding application submitted and final decision due soon. Will involve CAC / CSG assuming funding awarded. Collaboration involves Newcastle University [myself, Tim Rapley), BSPAR (Karen Davies as then chair of CAC, Akhila on behalf of trainees) and Liverpool (Michael Beresford and Matthew Peake).  Application to HQIP for funding for a prospective multicentre audit and as part of this, will include development of patient / family feedback tool, and start work on development of Quality Indicators using the SOC as a benchmark of good clinical practice. 

Appendix 9 – BSR suggested Quality standards

· People presenting in primary care with a suspected persistent synovitis affecting the hands and feet to be have a specialist opinion within 2 weeks.

· People with active RA to have disease-modifying anti-rheumatic drugs within 3 months of the onset of persistent symptoms (set a challenge for public health, general practice and rheumatology to encourage integration of care, and incorporates elements of two key recommendations from the NICE guidelines).

· People with recent onset active RA are seen monthly with measures of disease activity until treatment has controlled the disease to a level previously agreed with the person with RA. 

· People with rheumatoid arthritis are cared for by a multidisciplinary team led by a specialist and consisting of professionals with appropriate competencies from primary and secondary care, and are given a single point of contact for the team (for example a specialist nurse).

· People with rheumatoid arthritis are offered personalised information, education, support and opportunities for discussion throughout their care to help them understand their condition and be involved in its management, if they wish.

· People with RA are offered an annual review to assess the effect the disease is having on the person’s life, disease activity, damage, functional ability, co-morbidities, extra-articular disease, and the need for referral to members of the multi-disciplinary team. 

· People with RA to be offered appointments at a frequency and location suitable to their needs with rapid access for flares, knowledge of how to access specialist care rapidly, ad have ongoing drug monitoring.

· People with stable RA should have their DMARD dosages cautiously reduced with prompt return to disease-controlling dosages at the first indication of flare.

· People with established RA should only be on long-term glucocorticoids if the complications have been fully discussed and all other treatments have been offered. 

· People with RA on NSAIDs or COX-2 inhibitors should have the lowest effective dose for the shortest time possible and be co-prescribed the least expensive proton pump inhibitor. 

· People with RA with persistent pain because of joint damage or other soft tissue cause, worsening joint function, progressive deformity, or persistent localised synovitis, should be referred for an early specialist surgical opinion

· People with RA who are younger people should not have concerns about long-term durability of prosthetic joints influence decisions to offer joint replacements.         

Appendix 10 - British Society for Rheumatology Quality Strategy Updated Position Statement – August 2011 – Abridged for BSPAR CAC by MF

INTRODUCTION: The debate about quality has moved forward driven by three key developments:

· change of government and new NHS White papers/Quality and Outcomes Framework

· further development of quality measurement

· further development of revalidation agenda

Initial Rationale: Quality care should be defined in terms of the three domains: 

· Patient Experience: patients should be treated with compassion, dignity and respect and be satisfied with their care.
· Patient Safety: clinicians should ensure patients are treated in a safe/clean environment and that avoidable harm to patients is minimised
· Effectiveness of Care: clinicians should demonstrate their care is effective using evidence such as survival, complication rates, measures of clinical improvement, and patient-reported outcome measures (PROMS)
Subsequent developments are intended to ensure that quality improvement is definitively embedded in the NHS. Approaches being used including:

· Quality Indicator Framework (QIF): A national QIF overseen by a National Quality Board.

·  Quality Accounts: All Trusts to publish yearly Quality Accounts as part of the national QIF
· Quality Metrics: the development of quality indicators (metrics) covering all aspects of healthcare. 

· Commissioning for Quality and Innovation (CQUINS): an increased emphasis on commissioning through the CQUINS framework where commissioners can withdraw a proportion of a Trust’s income if pre-advised quality standards are not met

Further development in Quality Agenda

NHS Quality and Outcomes Framework: The BSR has produced a table showing how these domains fit with the existing indications developed (appendix b) and how relevant they are to our speciality.

Development of additional/better Quality Indicators: The DoH, RCP, and specialty have stimulated a number of workshops developing outcome measure.  These include the BSR’s own position statement, as well as the Commissioning for Quality in Rheumatoid Arthritis (CQRA) measures, and the Indicators for Quality Improvement, IQI) initiative.    
Increasing focus on revalidation as launch date nearer: There are obvious links with the parallel process of revalidation, which focuses on ensuring that individual healthcare professionals maintain an appropriate standard of practice and which has been a focus of the BSR’s Clinical Affairs Committee. 

BSR Approach to Quality IMPROVEMENT: 
· Guidelines and Quality Standards: Increasing international, NHS/NICE and BSR guidelines related to rheumatology and development of NICE Quality Standards

· Quality Metrics/Indicator/Outcome Measures noting the further and on-going developments in this area including patient safety.

· Patient Experience and views of patient organisations

· Audit – the emphasis on national audit/HQIP and high quality with new BSR audit strategy as developed and championed by the BSR Standards Audit and Guidelines Working Group. 

· Role of Research in quality improvement 
· Peer Review which has been championed by the BSR Clinical Affairs Committee 
Engagement and implementation of its members is an important role for any specialist society.  The DoH, the NHS Medical Director, NICE, and the RCP have emphasised the important role that specialist societies should play in developing quality standards. 
Guidelines and Quality Standards: NICE quality standards are a set of specific, concise statements and associated measures being developed independently by NICE. They aim to set out markers of high-quality, cost-effective patient care, covering both treatment and prevention and derived from the best available evidence. They will become highly influential for quality accounts and for commissioning. 10 have been published.  Where a NICE guideline exists (eg RA) they have based the standards on it.  
Developing Quality Indicators and Quality Metrics for Rheumatology: Since summer 2008, the BSR, via the External Relations Committee (now the External Policy & Strategy Committee), have been working on this agenda. 
· Attended DH / RCP workshops, contributed to the national Quality Indicator consultation 
· We made contact with SHA level-organisations, and have held a small workshop on the issue. 

· We conducted a Delphi process on Darzi indicators. 
· We have had early discussions with Arthritis Care around approaches to patient experience.  

· We developed a set of indicators for RA (see appendix c) which were submitted to the DoH as part of our response to “Transparency in outcomes – A Framework for the NHS”.  
· We revised the indicators to reflect the new indicators outlined in the white paper (appendix b).

Rheumatoid arthritis was been chosen for 4 reasons:

I. It forms a major part of the new and follow up workload in all rheumatology units

II. There is considerable evidence on management of RA, eg the NICE 2009 RA Guidelines

III. There had been a recent national survey on its care by the National Audit Office
IV. It should provide a comparator for the development of metrics for other long term conditions
Patient Experience and views of patient organisations: A number of the metrics relate to patient experience, but there is more emphasis needed on this key area (se appendix c).  The national charity “Involve” specialises in supporting public involvement and offer helpful advice and useful tools.
Audit: The BSR recently submitted a topic proposal to HQIP for a national early arthritis audit.  The project has strong endorsement from HQIP/ DH. 
The BSR SAGWG has concentrated in the last few years on developing the BSR audit function. It has developed an audit strategy for BSR (see appendix d). 

There are still a number of areas that BSR has to resolve to further work on audit.  How does the BSR choose which audit to support, and what support capacity does it need to do this?

Research: Research can have a key role to play in quality improvement.  BSR has now developed a BSR Research strategy (see appendix e).  
Peer Review: Peer Review is a well recognise tool for measuring quality.  The BSR has developed and updated regularly standard documentation for BSR members to use and there are a number of regions (eg W. Midlands) who have used peer review successfully as a tool for quality improvement.  

Our next steps

Practicalities related to engagement: Revalidation has huge cross over with the quality agenda and work in this area will help support the development of quality initiatives. The development of GP commissioning will mean that we need to demonstrate quality to ensure services are commissioned.  
Practicalities related to implementation: 
· Cover the nationally-identified domains: Patient Experience, Safety and Clinical Effectiveness
· Focus on evidence-based measures; if these are unavailable use consensus/guideline-based.
· Use a combination of outcome and process measures
· We need a realistic practical approach for NHS services with little research or audit support
· Initial endpoints need to be achievable by a reasonable service but increase over time
· The process will be iterative experience informing subsequent developments in the process

· Initially focus on a single disease (RA), and extend to other conditions later
Most of these assumptions are still relevant as the debate has developed.  We should cover the five national domains as set out the NHS Outcomes Framework.  
Appendix 11: NHS Outcomes Framework aligned with BSPAR indicators

The NHS Outcomes Framework 2011/12at a glance can be found at https://www.wp.dh.gov.uk/healthandcare/files/2011/01/outcomesglance.pdf 

	Preventing people from dying early
	Enhancing the quality of life for people with long term conditions
	Helping people recover from episodes of ill health 
	Ensuring people have a positive experience of care
	Treating/caring for people in a safe environment. 

	BSPAR indicators
	BSPAR indicators
	BSPAR indicators
	BSPAR indicators
	BSPAR indicators

	· Recognition and treatment of MAS

· Incidence of Amyloidosis

· Cardiovascular protection in SLE etc
	· CHAQ

· PedsQoL

· EQ5D (new paediatric version)

· School absence

· School based questionnaires

· JADAS 75 and components

· Remission rates

· Acuity and visual fields

· Patients seen within 3 months of disease onset

· Compliance with key ARMA standards of care

· Compliance with NICE / BSR / RCPCH / BSPAR guidelines


	· PROM from pain rehab

· 
	· Patient satisfaction Q’aire

· Self efficacy q’aire for adolescents

· Ease of patient access

· Access to MDT

· Clinic cancellations and DNA

· Effective complaints management
	· Inclusion of all patients on the biologics registry or local database. 

· Evidence of serious adverse events 

· Evidence of compliance with BSPAR guidelines for MTX / NPSA alert

· Patients on steroids receiving bone protection

· Obesity rates




Appendix 12 - Diabetes - SUGGESTED CRITERIA FOR BEST PRACTICE TARIFF –
Following the introduction of a PbR tariff for paediatric diabetes, from 2012 there will be a Best Practice Tariff (BPT) that will be awarded provided the following criteria are met:
1. At diagnosis, a young person is to be discussed with a senior member of the paediatric diabetes team within 24 hours. All new patients should be seen by a member of specialist paediatric diabetes team on the next working day 
2. Evidence of a structured education programme, tailored to the child and their family’s needs, both at the time of initial diagnosis and ongoing updates throughout the child’s attendance at the paediatric diabetes clinic.

3. A minimum of 4 clinic appointments per year with an MDT, ie paediatric diabetes specialist nurse, dietician and doctor should be offered. The doctor should be a consultant, or career grade doctor, or a SpR under the supervision of an appropriately trained consultant).
4. Eight 15 minute contacts per year by diabetes specialist nurse or dietician for check ups, telephone contacts, school visits, trouble shooting, advice, support etc. 

5. At least one appointment a year with a paediatric dietician with training in diabetes (or equivalent appropriate experience) should be offered.

6. Recording of HbA1C measurement at every MDT clinic attended (at least 4 per year being checked where possible). The result should be available for each MDT clinic appointment.
7. Annual screening as recommended by current NICE guidance. Retinopathy screening performed by regional screening services in line with the national retinopathy screening programme (not covered by this tariff and funded separately). 
8. Annual assessment as to whether psychology input is needed and access to psychological support as appropriate. 

9. Annual participation in the National Diabetes Audit

10. Active participation in the local paediatric diabetes network

11. Provide patients and their families with 24 hour access to advice and support 

12. Each unit will have an Operational Policy, which should include within it a structured ‘high HbA1C’ policy, a clearly defined DNA policy taking into account local safeguarding children board (LSB) policies and evidence of patient feedback on the service.

13. Must have clear policy for transition to adult services. 
Excluded from tariff: 

· Purchase of insulin pump, 
· Purchase of insulin pump consumables, 
· Purchase of continuous glucose monitoring equipment and consumables, 
· In-patient stays, 
· Purchase of insulin and blood glucose monitoring strips and equipment, 
· Retinopathy screening – covered and provided by regional retinopathy screening programme, in line with national programme guidelines
Subspeciality Teams and Quality Frameworks - Minimum staffing requirements (hours/week) to deliver clinical input for Paediatric Diabetes BPT criteria. 

NB these estimates only cover the BPT criteria ie recommended out-patient contacts, on-call cover etc and are an estimate of the absolute minimum required. They don’t account for the additional time that will be needed for running structured education sessions, educating other staff (nursing, medical, school etc), devising protocols, liaising with schools and other agencies, CAF or child protection meetings, CPD etc. To deliver these additional commitments, a conservative estimate would be at least an additional 50% of the time calculated below.

Paediatric diabetes services need to be supported when staff are on leave and this needs to be accounted for when staffing numbers are calculated. If not all members of staff are in place (e.g. no psychology support), this impacts on the other members of the team to increase their workloads and thus the amount of time they will need to be able deliver the criteria. 

The rationale for each time calculation is set out below, followed by a table showing the minimum amount of time needed by each staff group in clinics of 120, 250 or 350 patients.

Consultant time: with annual / study leave and bank holidays, available 42 wks/year.

1. New patients - Require approx 2 hours consultant time at diagnosis, plus need seeing more frequently in OPD, so extra 2 x 45 min clinic slots (inc admin time) per patient.

2. MDT clinic requirements: 4 clinic appts/year. Each appt - 30 mins, plus 15 min admin time (dictating letters, chasing results etc).

3. On-call advice cover - join with other units, on-call split between doctors and specialist nurses. Recommend minimum rota of 1:4. Cat B (do not need to return to hospital urgently, phone advice sufficient). Predictable on-call component - max 1 hour/week average.

Specialist nurses: with annual leave and bank holidays, available 44 wks/year.

1. Clinic appts as above ie 4 x 30 min/year.

2. Additional contacts - minimum 8 year, each at least 15 mins 

3. New patients - Require minimum 12 hours input when first diagnosed, plus additional out patient clinics as detailed in consultant section – 2 x 30 mins/patient

4. ‘Difficult’ patients - usually 10-20% of any patients have additional needs eg safeguarding concerns, parental health difficulties, complex family set up, additional medical problems. Average extra time will be about 1 hour/patient/week. Numbers below calculated on 10% of clinic with significant other problems. 

5. On-call advice cover. No uplift equivalent for nursing staff under AfC T&C. 
Psychology: assume 44 weeks/year at work (after annual leave taken).
1. Psychological therapeutic intervention: difficult to quantify exactly how much time needed per patient, but use 10% ‘difficult patient’ estimate and using ½ hour/patient/week as baseline.

2. New patients - each new patient needs to meet psychologist at diagnosis so they are seen as part of the team. Amount of additional input needed by each family will be very different but estimate at least 2 hours/patient.

	Staff member
	120 pts

+ 20 new/yr
	250 pts

+ 30 new/yr
	350 pts

+ 40 new/yr

	Consultant
	MDT clinic
	8.6 hrs/week
	17.9 hrs/week
	25 hrs/week

	
	New pts
	1.7 hrs/week
	2.5 hrs/week
	3.3 hrs/week

	
	On call (1:4)
	1 hr/week
	1 hr/week
	1 hr/week

	
	Pumps
	0.5 hr/week (10 pts/yr)
	0.7 hr/week (15 pts/yr)
	1 hr/week (20 pts/yr)

	Total/week (42 wks/year availability)
	11.8 hrs/week
	22.1 hrs/week
	30.3 hrs/week

	PDSN
	MDT clinic
	5.5 hrs/week
	11.4 hrs/week
	15.6 hrs/week

	
	Contacts
	5.5 hrs/week
	11.4 hrs/week
	15.6 hrs/week

	
	New pts
	5.9 hrs/week
	8.9 hrs/week
	11.8 hrs/week

	
	Difficult pts
	12 hrs/week
	25 hrs/week
	35 hrs/week

	
	On call (1:4)
	1 hr/week
	1 hr/week
	1 hr/week

	
	Pumps
	2.7 hr/week (10 pts/yr)
	3 hrs/week (15 pts/yr)
	5.5 hrs/week (20 pts/yr)

	Total/week (44 weeks/yr availability)
	32.6 hrs/week
	60.7 hrs/week
	84.5 hrs/week

	Dietitian
	MDT clinic
	5.5 hrs/week
	11.4 hrs/week
	15.6 hrs/week

	
	Diet clinic
	1.4 hr/week
	2.8 hrs/week
	4 hrs/week

	
	New pts
	4 hrs/week
	6.1 hrs/week
	8.1 hrs/week

	
	Pumps
	2.7 hr/week (10 pts/yr)
	3 hrs/week (15 pts/yr)
	5.5 hrs/week (20 pts/yr)

	Total/week 44 weeks/yr availability
	13.6 hrs/week
	23.3 hrs/week
	33.2 hrs/week

	Psychologist
	New pts
	0.9 hrs/week
	1.4 hr/week
	1.8 hr/week

	
	
	
	
	

	
	Difficult pts
	6 hrs/week
	12.5 hrs/week
	17.5 hrs/week

	Total/week - 44 weeks/yr availability
	6.9 hrs/week
	13.9 hrs/week
	19.5 hrs/week


.

Appendix 13: BSR, protocol for development of guidelines (2011).

 

The BSR have produced a protocol to instruct the development of all new guidelines to be implemented by the Standard, Guidelines and Audit Working Group (SGAWG).  jo.ledingham@porthosp.nhs.uk).

 

1. This protocol is to guide those developing/drafting guidelines.
2. It draws from the guidelines of the RCP "concise guidance to good practice" and the appraisal of guidelines for research and evaluation (AGREE) instrument (www.agree.collaboration.org).
a. Request made to the chair of BSR to develop the guideline.  The committee then select and confirm up to three new guidelines at a meeting which is held biannually.  

b. The SGAWG committee then forwards their proposals to CAC who consider;
· Other areas of clinical uncertainty as evidence by wide variation in practice or outcomes?
· Is this a condition where effective treatment is proven and where mortality or morbidity can be reduced?
· Is this a clinical priority area for BSR where clinical guidance is lacking?

c. A convener is assigned to the working group who has both an in-depth expertise of the subject and a good understanding of guideline development.  Conveners then confirm their appointment formally and complete a confirmation of appointment form.

d. There should be user input ("Lay/patient"-as the generic term).

e. The chair of the proposed group must complete a BSR declaration of interest statement as will each member of the guideline group.

f. Stake holder organisations should be involved.

g. The guideline group members should be trained (organised by BSR) and takes place as part of the first or second meeting of the guideline group.

h. Confirmation of the membership of writing group.

3. Budget - this is one of the principal reasons for using the BSR process and the following items are included: Meeting costs, Travel costs, Cost of literature researches, Cost of obtaining copies of papers, Cost of production of drawings etc, Training costs, and Dissemination/publicity costs.

4. The guideline should be developed in accordance with the AGREE instrument.  All recommendations should indicate the grade of recommendation and supporting evidence.

5. The scope of the guideline should be defined in accordance with AGREE criteria and explicitly state the clinical questions to be addressed and the patient population targeted.  There should be a systematic review of the evidence having defined key questions and the search strategy for the literature review.

6. The guideline remit is to be broken down into the Picot format - Population, Intervention, Comparisons to control group, Outcome to be used, Time frame.

7. It is recommended to divide the literature into sections and allocating at least two guideline group members to each section/set of literature (as occurred with formation of ARMA standards).

8. Grade the evidence and grade the recommendation (which considers the volume of body of evidence, applicability of the obtained evidence to the target population, generalised ability, a level of consistency and implications of recommendations on clinical practice).

9. Drafted guidelines - identify lead author which will have the following format:

a. Executive summary.

b. Scope and purpose of guideline.

c. Guideline itself with reference to management algorithm.

d. Practical aspects, mechanism of audit, list of references.

e. Scope and purpose.

f. Stake order involvement.

g. Regular development.

h. Guidelines itself.

i. Applicability and utility.

j. Acknowledgements.

k. Authors and affiliations.

l. Conflicts of interests etc

10. Executive told me it should be 1000 words and full guidelines 6000 words excluding references.

11. Public consultation, review and approval by BSR.

12. Establish a process for review and updating resisting guidelines.

Appendix 14: Secretarial support for BSPAR

Draft

At last Exec meeting it was floated that we should consider formal secretarial support for BSPAR. I have since approached Sue Marie-Johnson (BSR) and Sue Eardley (RCPCH) who will be happy to cost out a proposal / SLA.

The need or use of a secretary could quickly escalate so we need to prioritise work and devise a draft SLA. Below I have listed work that a secretary may cover. Please add to and amend the list as you feel appropriate. In addition, we need to consider our preferred ally or base (BSr or RCPCH). I think this could take its lead from who we would like to rubber stamp our “Guidelines” as we seek to formalise them.

Secretarial roles

Priority

· Guidelines support – this for me is where a secretary would clearly add value

· Executive support – to compile current activities and plans to avoid duplication of activity and facilitate completion. Arrange meetings, seek agenda items, and generally optimise governance

· Website support

Other

· Support all subgroups – allied health professionals, nurses, trainees, clinical affairs, research subgroup (although CSG activity should be separately funded), CSAC

· Support of annual meeting

· Support of BSPAR-badged training events

· Filter info from allied organisations (ARMA, NRAS, Arthritis Care, RCPCH etc)

It is difficult to quantify exactly how much time is needed and the secretarial role will evolve with time. Therefore in the first instance a set amount of time, eg 1 day or 6 hours per week, may be the first step and monitoring of activity and outcome will advise for the future. The amount of time will in part be governed by what’s in the BSPAR coffers and how much we are prepared to spend, but in time may mean a hike in BSPAR membership fee. If this is to occur we will obviously have to show some degree of value for money and that we are representing the charity as a whole.

Any thoughts or comments

Nick, External Affairs (24th Oct 2011)

Appendix 15 – Revalidation RCP/BSR advice to ROs, Appraisers and Individual doctors  - DRAFT

Thank you for asking for a BSR response to the issues raised.  These issues are potentially complex and difficult to fully predict, but we have summarised our thoughts and concerns below:

1. BSR considers that all advice sought for or given by BSR members should be through individuals also holding a RCP role, such as RSA or JSC member and advice should be given on behalf of the RCP.  In this context, it is appropriate for all enquires to be addressed initially through the RCP and “triaged” so that all “low level” queries could be dealt with by the RCP directly.  It would also be appropriate that all queries be in writing to ensure accurate records are possible and consistent advice given to all parties, particularly if queries arise from more than one source (eg RO and individual doctor) in relation to the same issue.  Written information from subspecialty (eg BSR) advisors should be forwarded back through the RCP to ensure that these are consistent, appropriate and have the backing (and any disclaimer) from the RCP. 

2. BSR should only be asked to give advice in relation to standards of care and specialist practice.  Ideally the process should be anonymised with regard to the individual being revalidated.

3. The BSR is concerned that there may be a considerable volume of work to be undertaken for a relatively large sub-specialty such as rheumatology.  Many colleagues may be uncertain about how their supporting evidence needs to be tailored to their professional roles, particularly if they are significantly involved in non-clinical work such as academia, management, training, or work as locums.

4.  The volume of possible work suggests that this should be split between individual advisors, perhaps depending on the issues involved.  For many situations, advice from an RSA may be appropriate.  Although there may also be a need for a central sub-specialty “Revalidation Advisor” and deputy, developing and supporting a wider expertise is important for embedding revalidation into clinical practice.  For some issues consultation between the advisors may be desirable to widen the advice given and to ensure a consensus.  For rheumatology, BSR would be concerned about reliance purely on a centralised mechanism for giving advice.

5. There is inevitably going to be, in some situations, overlap or grey areas between advice about interpretation of supporting evidence and individual doctor performance and possible remediation.  This will need to be very carefully triaged; discussion about remediation in an individual situation could implicitly be interpreted as supporting a no recommendation for revalidation.

6. BSR considers that training of individuals involved in giving advice is of fundamental importance.  The scope, consistency, relation to supporting evidence, legality, and impartiality and generality of advice given must all be covered by training and the RCP must be able to provide on-going support for the process

7. BSR is not aware that there has been any final decision on how any sub-specialty (ie Rheumatology) recommendations should be included with the specialty (ie Physician) guidance on supporting information for revalidation. Clearly being able to provide the maximum information to colleagues in readily available written format prior to appraisal could significantly reduce numbers of queries to the RCP.

Ian Rowe on behalf of BSR Clinical Affairs Committee
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