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1.1
Purpose

The purpose of this paper is to provide a summary of the impact of National Delivery Plan (NDP) funded investment on national basis to support specialist childrens services in Scotland. 

1.2
Background

In 2008, following a review of specialist childrens services in Scotland a range of services for children and young people were identified as priorities for investment (£32M over 3 years) within the NDP. The NDP recommended increased utilisation of the managed clinical network model as a means to facilitate shared good practice, service development, data gathering and audit and user engagement.  It also supported the creation of four national managed clinical networks (NMCNs) together with augmentation of staffing levels in both regional specialist centres (RSC) and district general hospitals (DGH) within locations and staffing groups prioritised through regional planning groups (RPGs).

The information in this paper sets out the agreed investment for each of the national projects and NMCNs and reports progress against the issues identified by each of the services that the investment was designed to address and was detailed in pan Scotland proposals developed each year by NSD and submitted for approval to SGHD.

1.3
In scope
ISD Clinical Quality Indicator Project

NMCN Clinical Audit System

NMCNs funded from NDP funding 2008/9 (year 1):

· Paediatric Endocrine (SPEN)

· Paediatric Rheumatology (SPARN)

· Children with Exceptional healthcare Needs (CEN)

· Paediatric Cystic Fibrosis

1.4
Out of scope 
NMCNs established prior to 2008/9  
NMCNs funded from NDP funding 2010/11 (year 3):

Paediatric Allergy

Paediatric PID/HIV
Investment in staffing prioritised through RPGs.

1.5
Investment 
ISD Clinical Quality Indicator Project

£85,000 was allocated per year for the project for a fixed period of 3 years.
National Managed Clinical Network Clinical Audit System

£300,000 was allocated on a recurrent basis. 
NMCNs

£85,000 was allocated on a recurrent basis to each network to fund:

· 2 Pas backfill for a Lead clinician

· 0.5 WTE band 7 network manager

· WTE network administrator

2.
ISD Clinical Quality Indicator Project

2.1
Remit and aim

To build capacity for services to demonstrate for themselves and to others in what ways the additional investment has resulted in improvements in multiple dimensions of quality for those children and young people that require specialist services. The three key objectives are:

· Define quality and outcome indicators that reflect multiple dimensions of health care quality featured in Better Health, Better Care (Scottish Government 2007): safe, effective, efficient, patient-centred, timely and equitable health care by December 2009.  We will focus on effective, efficient, timely and equitable

· Exploit currently collected data to support quality improvement

· Develop capacity to collect, analyse and act on relevant additional data without imposing excessive opportunity cost by March 2010

2.2
Outcomes as of January 2010

· Developed 5 Key Performance Indicators that were subsequently transferred to Regional Planning Groups for reporting. (table 1)

· Developed 5 Generic Care Quality Indicators based on the health care quality dimensions to be adopted by Children’s Specialist Services MCNs. (table 2)

· Engaged with Clinical community for all 14 Paediatric MCNs in Scotland (National, Regional, NDP and non NDP funded) (table 3)

· Facilitated all 14 Paediatric MCNs in developing specific indicators for their service based on the Generic Care Quality Indicators 

· Liaised with MCNs to evaluate most appropriate ways of collecting and recording data

· Worked with NSD to ensure audit tool and indicators were integrated 

· Facilitated 3 pathfinder MCNs (Rheumatology, Endocrinology and Gastroenterology) to pilot data collection process

· Built awareness within MCNs to take forward Quality Improvement Methodology in improving their service

· Built foundations and instilled enthusiasm for indicators to be used in improving the quality of specialist services for years to come

Table 1

Key Performance Indicators to be reported through Regional Planning Groups

	Ref.
	Specific name of the measure

	SG01
	Number of WTE staff in post

	SG02
	Number of patients being seen by specialist children's services

	SG03
	Time to first outpatient appointment

	SG04
	Number of clinics operating

	SG05
	Number of episodes of care delivered in a local setting


Table  2

Generic Care Quality Indicators to be adopted by MCNs

	MCN01
	Clear referral pathways available and used

	MCN04
	Routine & regular multi disciplinary team (MDT) reviews carried out

	MCN05
	Received evidence based care: compliance with standards & protocols

	MCN06
	Transition to adult care

	MCN07
	Patients & Carers should receive an individualised care plan that is explained


Table 3
List of all MCNs engaged with

	MCN
	MCN

	Endocrinology
	Renal

	Rheumatology
	Gastroenterology

	Young People with Cystic Fibrosis
	Diaphragmatic Hernia

	CLEFTSiS
	Scottish Genital Anomaly Network

	Home Parenteral Nutrition
	Children with Exceptional Healthcare Needs

	COBIS (Complex Burns)
	Epilepsy

	Inherited Metabolic Disease
	Muscle


Appendix A lists the care Quality Indicators that have been developed by each National Managed Clinical Network and details the baseline (where possible), current position and the impact of the NDP investment. 
3.
National Managed Clinical Network Clinical Audit System

3.1
Background

All Managed Clinical Networks need information to support the delivery of effective care:

· Clinicians seeing patients remotely from their main base (in outreach and shared care clinics) need access to basic patient details

· multidisciplinary teams working across Scotland need to share information to take decisions on case management

· aggregate information is needed by NMCNs to assess performance against accredited quality standards and to drive up the quality of care

· aggregate information is needed to assess the impact of clinical protocols on the health of children cared for by clinicians within the network.

Whilst the services covered by NMCNs are varied, the underlying requirements for information are almost identical for all.  NSD commissioned National Information Systems Group (NISG) to develop a web-based audit data capture system to securely link hospital sites involved in the delivery of care within NMCNs.  This system allows clinicians to register patients and enter basic clinical information to assist them in providing patient care from various sites.  

NMCNs also need to have the ability to retrieve data when required for clinical, research and audit purposes. The coverage of NMCNs is by their very nature national, and all territorial NHS Boards are involved in these networks with clinicians and managers needing to share information across NHS Board boundaries.

In year 2 of the National Delivery Plan, the NDPIG approved the development of a NMCN Clinical Audit System, which would be designed to satisfy these requirements by:

· Providing a data entry facility for network clinicians to enter in relevant and valuable clinical information to support clinical audit

· Providing a basic patient register for each MCN, so that each network is aware of the total number of patients that they are managing and relevant demographic information

· Supporting multidisciplinary teams by allowing clinical staff in the same MCN, but distributed geographically across Scotland and from different clinical specialties, to access the same clinical information about the patients they are treating

· Producing user-defined reports to support network clinical audit to track changes in the quality of care and patient outcomes (e.g. against agreed clinical quality standards and by recording adherence to MCN protocols)

· Supporting staff to access patient information remotely from their main base when they need access to basic patient details.

3.2
Progress to date

The Clinical Audit System allows for the collection of valuable audit data on a group of patients with complex, specialist, healthcare needs.  In turn, the Clinical Audit System can support the long-term collection of key indicators, in order to improve the quality of patient care, to assist in the redesign of services to ensure an improvement in patient outcomes, and the more efficient use of NHS Scotland resources. 

To date, there has been a significant amount of progress in capturing NMCN requirements, developing the system, ensuring that the system meets necessary governance requirements, and in working with NMCNs to implement the system:

· NMCN generic requirements captured

· SGHD e-Health process followed, and approval for funding received

· Clinical Audit System infrastructure developed

· Networks agreed dataset

· Network specific infrastructure for first three adopter NMCNs developed

· Storage and hosting arrangements confirmed

· Support discussions ongoing

· Development of Clinical Governance Framework and Privacy Impact Assessment 

· Discussions with the ISD Data Recording Advisory Service (formerly NCDDP)

· Development of network consent model being facilitated by Data Managers 

· User Acceptance Testing concluded for first three NMCNs

· Training of NMCN Users

· Implementation plans for first three NMCNs developed

· Presentations to numerous NMCNs

Data Managers have been recruited and are working with the NMCNs and NISG to implement the system.  A timeline for the expected implementation is detailed below.  The Inherited Metabolic Disease Network Scotland, Scottish Genital Anomaly Network and the Scottish Paediatric Rheumatology Network will implement the system from the end of February 2011.  
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Figure 1 2011 NMCN Clinical Audit System implementation schedule

There are many other networks who have expressed an interest in using the system following February 2011.  These include the:

· Familial Arrhythmia Network Scotland

· Scottish Paediatric Endocrine Group

· Complex Burns Injury MCN

· Home Parenteral Nutrition Network

· Scottish Paediatric Epilepsy Network

· Scottish Paediatric Cystic Fibrosis Network 

· HIV/PID NMCN

The implementation team have also received much positive feedback about the Clinical Audit System from Clinicians who attend the national MCNs and also attend the regional MCNs.  NSD will liaise with the Regional Planning Directors to assess whether there is a requirement for the system to be implemented in the regions.

3.3
Interfaces with the ISD Care Quality Indicators project

The interface with the ISD Care Quality Indicators project has been managed throughout the NMCN Clinical Audit System project lifecycle.  ISD have assisted networks in supporting them in the development of audit indicators, which will be captured by the Clinical Audit System.  These indicators will ensure that collection of valuable longitudinal audit data, used to monitor and improve the quality of specialist children’s services. 

4.
National Managed Clinical Networks 

4.1
Children with Exceptional Healthcare Needs (CEN) NMCN
	Baseline position
	Deliverables
	Progress / issues/ timescales
	Impact of investment

	Anticipated benefits of investment as identified in the NDP Year 1 proposal - Improved clinical outcomes 

	No consensus on definition of “exceptional healthcare needs” 

Lack of reliable information 

Patchy and ad hoc service provision resulting in sub optimal clinical outcomes 

Local variation in  standards of care and levels of support provided – inequity 

Poor coordination of services 


	Agreement on definition of Exceptional Health Care Needs and criteria for inclusion.  

Each child fully assessed with access to a full range of specialist care, underpinned by evidence base. 

Each child has access to a package of care tailored to individual requirements.  

Nationally agreed Pathway of Care 
Comprehensive range of integrated care,clinical pathways and protocols developed in partnership with other networks.  

Care coordinated through a nominated clinician. 
	Definition and criteria agreed - 2009 

National Pathway of evidence based care launched 29 Sept 2010  Audit to be completed by Dec 2011 

Audit of hospital admissions is in planning stage.  

Data projects undertaken in 4 NHS Boards to map number of children with exceptional healthcare needs. 

Core datasets agreed - October 2009 
CQIs agreed January 2011

	NMCN CEN now has accurate data on the demographics and type of impairments of the majority of children with exceptional healthcare needs.
National pathway of evidence based care has been launched and is being rolled out across Scotland.  

Audit programme developed to inform and evaluate  clinical and service improvements.


	Anticipated benefits: Service improvement – through effective use of systems, including IT and telemedicine, education for health professionals and families

	Informal, un-resourced, MDT network with limited capacity to facilitate clinical and service improvements

Evidence of need unknown

Significant number of children remain in an acute setting unnecessarily.

Limited use of telemedicine and IT systems 

Lack of reliable information for audit.


	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales

Scoping of current and future service models  informed by robust data collection and analysis 

Development of existing Support Needs System to facilitate the sharing of clinical information, inform future service and workforce development.  

Extend the use of telemedicine.  
Audit programme that will inform, monitor and evaluate clinical and service improvements. 
Formal network, appropriately resourced to deliver objectives within terms of formal service agreement. 
	NMCN launched 2008

Data projects undertaken in 4 NHS Boards to map number of children with exceptional healthcare needs. 

Range of audits undertaken to establish baseline information to inform clinical and service improvement.

National Pathway of evidence based care launched 29 Sept 2010 
Postcards and electronic bulletins raise awareness of the NMCN among families

Website established and maintained to facilitate access to  high quality information
Development of a DVD and education resource on the emotional impact of tube feeding. 

	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales.

Audit programme developed to inform and evaluate  clinical and service improvements.
Use of SNS for data collection extended - both in the number of NHS boards where it is used and in range of information collected.

More than 70% of the predicted 385 children with exceptional healthcare needs are now recorded on the Special Needs System and/or local databases. 
At CEN conference in Sept 2010 – 66% of attendees reported the presentations will have a large influence on their practice in relation to Getting in Right for Every Child.



	Anticipated benefits: Long term sustainability of the specialist service for children with complex needs

	Few paediatricians with relevant degree of training/ experience to manage the multiplicity & complexity of many of the cases, resulting in permanent on call system which is unsustainable
	Improved access to and quality of standards of care 


	
	Audit programme that will inform service planning.



	Anticipated benefits: Effective transition to adult services

	Transition arrangements patchy.
	Develop pathways of care to ensure robust mechanism for safe, efficient and effective transition

	
	Pathway of Care includes transition.

	Anticipated benefits: Increased patient/family satisfaction

	Families travel long distances for specialist advice. 

Prolonged periods of hospitalisation with delayed discharge common. 

Families deal with a large number and wide range of health and professional agencies 
73% of parents reported that they did not receive support with the emotional issues when their child changed to tube feeding. 
	Management coordinated through one clinical lead. 

Reduction in the number of journeys families make. 

Reduction in number of inappropriate referrals. 
	
	Needs of children and families inform NMCN priorities.

At CEN conference in September 2010 - 79% of attendees noted a significant improvement in the understanding between professionals and parents. 

Website established and  visited by at least 275 unique visitors each month. 

At CEN conference in Sept 2010 – 71% of attendees noted a significant improvement in communication around emotional impact of tube feeding. 
DVD seen by over 600 people.  




4.2
Scottish Paediatric & Adolescent Rheumatology (SPARN) NMCN
	Baseline position
	Deliverables
	Progress / Issues/Time frame
	Impact of investment

	Anticipated benefits of investment as identified in the NDP Y1 proposal:  Improved clinical outcomes

	· Lack of robust data.

· No standardised data collection.

· No contribution to UK wide audit.

· From limited information available clinical outcomes do not compare favourably with UK.
	Reporting of key performance indicators including clinical outcomes using robust data. 


	· Quality Indicators and standard dataset agreed.

· Manual data collection system and database created – December 2010 

· Data collection begun Autumn 2010 and  reporting will begin  May 2011.
	System established to collect and report clinical data, including outcomes.

Participation in UK wide audit of standards of care currently being undertaken by British Society for Paediatric and Adolescent Rheumatology (BSPAR).

	Anticipated benefits of investment as identified in the NDP Yr 1 proposal: Improved options for access to care

	Specialist care largely centred around Glasgow and Edinburgh

<50% of children have access to multidisciplinary care that meets  BSPAR standards
	Access to appropriate multidisciplinary specialist expertise at local centre. 


	Network clinics now in place in: Tayside, Grampian, Highland, Dumfries, Ayrshire, Clyde and Fife 

Clinics proposed for Lanarkshire, Stirling and Borders
	Improved local access to specialist care that meets BSPAR standards. 

	Anticipated benefits of investment as identified in the NDP Yr 1 proposal: Standardised care

	Lack of nationally agreed clinical pathways and protocols that reflect BSPAR standards of care.

	Service delivery meets agreed national standards of care. 

Clinical pathways and protocols reflect national standards of care.

	ARMA/BSPAR Standards of Care for JIA have been adopted in Scotland.

SPARN have contributed to the revision of BSPAR Guidelines 

Standards developed for network clinics.
	Service working towards national standards of care. 

	Anticipated benefits of investment as identified in the NDP Yr 1 proposal:  Links with other specialist services

	Links with other specialist services ad hoc.


	Clinical pathways and protocols that facilitate effective joint working /links with other specialist services.
	Guideline for management of uveitis developed jointly between Uveitis MCN and SPARN and circulated for wider consultation.


	Improved links with other specialist services 

	Anticipated benefits of investment as identified in the NDP Yr 1 proposal:  Service improvement, Long term sustainability, 
Expansion and sharing of professional expertise

	Lack of reliable information to inform service improvement.

UK figures on incidence and prevalence suggest unmet demand for specialist care. 

Service delivery model unsustainable.

Specialist expertise centred around Glasgow and Edinburgh
	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales

Audit programme established which will inform, monitor and evaluate clinical and service improvements

Service model that is appropriately designed and resourced to ensure long term sustainability. 

Staff have appropriate specialist knowledge and expertise to deliver specialist care  
	NMCN launched 2008

CQIs agreed

NMCN to adopt MCN Clinical audit System in 2nd stage of roll out - 2011

Networked service model in development.

Some additional specialist resources recruited.

Service redesign including nurse led joint injection clinics

Systems in place to share knowledge and experience with teams in local District General hospitals 
	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales

Data collection system established.

Development of sustainable service delivery model underway.

Service redesign e.g. nurse led clinics

Wider range of staff have specialist knowledge and expertise.

	Anticipated benefits of investment as identified in the NDP Yr 1 proposal: Accurate assessment of prevalence of JIA & other rare & complex connective tissue disorders

	Lack of accurate information on incidence and prevalence of JIA in Scotland.
	Accurate information on incidence and prevalence of JIA in Scotland to inform service planning.
	Mapping exercise undertaken -2009 

Evidence that incidence and prevalence in Scotland is consistent with that of the UK. 


	Incidence and prevalence of JIA in Scotland is known and is consistent with the rest of UK. Information and informs service planning.

	Anticipated benefits of investment as identified in the NDP Yr 1 proposal: Effective engagement with partners and stakeholders

	No formal and robust mechanisms for engaging with patients, partners and stakeholders.


	NMCN is conduit for engagement and has stakeholder engagement strategy in place.

Formal relationship established with Scottish Network for Arthritis Children (SNAC).  - Programme of events to facilitate engagement.

Agreed communication pathways.


	SNAC represented on Steering Group

SNAC Families and Education Support weekend  with input from SPARN 

Event for families and children affected by one of the more complex rheumatological conditions 

SPARN supporting wide range of focused and locally based family days 

Information pack for newly diagnosed children with JIA
	A robust mechanism is in place and stakeholders are actively involved in the work of the NMCN. 

Improved communication through establishment of robust communication pathways and materials 

Information available for families and professionals e.g. newsletter. And SPARN website



	Anticipated benefits of investment as identified in the NDP Yr 1 proposal:  Effective transition to adult services

	Transition managed inconsistently.
	Transition pathway

Transition clinics 
	Standardised transition pathway piloted in Glasgow & Lothian
	Agreed transition pathway.


4.3
Scottish Paediatric Endocrine Group NMCN
	Baseline position
	Deliverables


	Progress / Issues / Timeframe
	Impact of investment

	Anticipated benefits of investment as identified in the NDP proposal - Access to an appropriate level of national, evidence based specialist care for all children and families close to home.

	Inconsistency in access to and standards of care across Scotland –with limited access to care from specialist multidisciplinary team and lack of standardised, evidence based care.


	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales
Equity of access to agreed national standards of evidence based specialist care through: 

a) Baseline mapping of existing service.

b) Development, implementation and compliance monitoring of a comprehensive range of standardised protocols and guidelines for referral, investigation, diagnosis and clinical care. 

c) Development of share care clinics.
Database of parents and carers who wish to be involved created.


	NMCN launched 2008

a) Mapping exercise completed.

b) Diagnostic and clinical handbook for paediatric endocrine services which include referral pathways, protocols and procedures for the replacement of equipment - 1st draft complete. - Launch planned for 2011

Network has adopted the definitions of endocrine conditions classification set out by the European Society for Paediatric Endocrinology

National Standards for Paediatric Endocrinology launched by British Society of Paediatric Endocrinology and Diabetes in 2010 have been endorsed by the network and work is ongoing towards implementation of these.

All children given an emergency medical plan including alert to Scottish Ambulance Services 

c)Share care clinics are established in all areas in Scotland (with the exception of Fife)

Scoping exercise completed in November 2010


	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales

Improved access to specialist care 

Endocrine services working to national evidence based standards 



	Anticipated benefits of investment as identified in the NDP proposal - Effective engagement with stakeholders – health professionals and children and families

	Lack of information resources about the service and conditions


	First Family meetings in Lothian area 
Patient information for families including information for schools

Training needs identified

Accessible education framework based on learning needs analysis (LNA)


	LNA undertaken

Website established

Training needs identified


	Systems and processes are in place to ensure information and resources are available for patients, families, stakeholders.  



	Anticipated benefits of investment as identified in the NDP proposal - Education and training for health professionals in RSCs and DGHs

	Specialist knowledge and expertise focused on RSCs
	
	National programme of education being delivered regularly across sites using telemedicine facilities. 
	Health professionals (MDT) have access to a tailored, coordinated programme of education facilitated by telemedicine

	Anticipated benefits of investment as identified in the NDP proposal Accurate assessment of incidence and prevalence of endocrine disorders to identify gaps in service and inform service and workforce development and planning. 

	Lack of accurate information on incidence and prevalence of endocrine disorders in Scotland. 

	System established to ensure that all children with endocrine disorders in Scotland are known to the specialist service and for their management to be monitored nationally through:

a)Initial patient mapping exercise. 

b) Development of clinical referral pathway

c) Development of comprehensive range of CQIs

d) Adoption of MCN clinical audit System for ongoing data collection. 


	a) Mapping exercise completed February 2010

c) CQIs for Growth CHT developed as priority - Currently being piloted 

Full report on CHT audit is available 


	A system is in place to ensure that incidence and prevalence of endocrine disorders is known and monitored and audit standards of care and outcomes

An initial range of CQIs has been developed against which performance will be measured by 



	Anticipated benefits of investment as identified in the NDP proposal: Effective transition to adult services.

	Transition arrangements inconsistent across Scotland.


	Establishment of effective and equitable transition through:

Standardisation of  transition pathways from paediatric to adult services 


	Patients needs and experiences have been considered  Questionnaire issued to all areas in Scotland to ask about endocrine transition - Sep 2010 – Apr 2011

Transition Study day to explore ways to take develop and improve the process of transition from paediatric to adult clinical care across Scotland  
	Work is underway to establish effective transition to adult services by April 2011.


4.5
Paediatric Cystic Fibrosis NMCN
	Baseline position
	Deliverables


	Progress / issues /

 Timescale for completion
	Impact of investment

	Anticipated benefits of investment as identified in the NDP Year 1 proposal:  Improved clinical outcomes

	
	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales
a) Multidisciplinary care 

b) Improve expertise at local and regional level 

c) Establish mechanisms to monitor, audit and report KPIs. 

d) Standardise how investigations are performed and interpreted.
	NMCN launched 2008

d) Questionnaire on microbiological investigation sent to all laboratories. 

d) Abdominal ultrasound protocol to be developed and circulated to all radiology departments

d) Lung Function equipment harmonised in all Specialist CF Clinics. Lung function technicians and physiologists working on standardised protocols.  
	NMCN that is resourced, structured and performance managed to define and deliver a programme of clinical and service improvements to agreed standards and timescales
d) Standardised laboratory operating procedures 

d) Standardised radiological investigations 

d) All technicians and physiologists trained to ARTP standards. 



	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Improved options for access to care

	4 shared care clinics a year in Fife 

Borders patients being seen in Edinburgh 
	Each child will have access to a full range of specialist care at a local base. 

Care will be delivered as locally as possible. 
	
	300% increase in number of shared care clinics, Borders patients being seen in Edinburgh; 4 shared care clinics and 6 video conferences with Raigmore Hospital, Inverness;  4 shared care clinics and RHA and Cross House Hospital 

	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Standardised care

	Marked differences in the ability of CF clinics to deliver healthcare to the agreed standard (as evidence by self reporting questionnaire) 
	An annual review for each child 

Service mapping 
	Audit and evaluation of CF annual reviews – annual review  guideline n progress

Mapping exercise initiated 
	North of Scotland:

Improved physiotherapy assessment at annual review in Aberdeen.

Monthly consultant  cross-cover CF clinics between Aberdeen and Dundee. 3 monthly outreach CF clinics to Inverness. Monthly teleconference annual review meetings.

Bi-annual regional CF away days with adult CF team.

South-East Scotland:

Outreach clinics to Stirling established

West of Scotland:

Annual review outreach clinics established in Dumfries, Ayr and Paisley/Greenock. New local CF clinic and outreach clinic established in Wishaw early 2011.

	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Service improvement

	
	Development of an audit and research programme that will inform, monitor and evaluate clinical and service improvements
	Data submitted regularly by local and specialist CF clinics to the CF Registry. 


	Comprehensive clinical and service data entry system giving clinical outcome, quality and audit reports. 

	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Effective engagement with partners and stakeholders

	
	Ensure that the views of children, families and other stakeholders is routinely incorporated into service development.  

Communication and engagement strategy 


	Parents from different geographical urban/rural areas as members of the Steering Group.  Discussions regarding voluntary sector involvement completed

Information sheets on getting involved in the NMCN are being developed.  

Access to Voices training being explored. 

Facebook user group established 

Website developed as part of NES Managed Knowledge Network 
	Service users involved in service development.

Facebook user group established 

Website developed as part of NES Managed Knowledge Network

	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Improved communication

	
	Referral and clinical pathways 

Development and delivery of training 
	Standardised template for protocols and guidelines developed. 

Professional Groups have identified priorities for protocol and guideline development. 
	3 monthly CF regional network meetings.


	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Effective transition to adult services

	Existing arrangements vary from area to area 
	Pathways of care to ensure robust mechanisms for the safe, efficient and effective transition. 
	
	Bi-annual regional CF away days with adult CF team.



	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Expansion and sharing of professional expertise

	
	Develop comprehensive training programme 
	Two Scottish CF annual educational meetings held. 

Training needs analysis in progress 

Informal education of nurse/AHPs from local CF clinics through observation/interaction with specialist clinical health care practitioners 
	Improved knowledge, skills and competencies in local CF clinics and primary care. 

	Anticipated benefits of investment as identified in the NDP Year 1 proposal: Long term sustainability

	Full potential benefit from screening may not be achievable with the existing service 
	Sustainability of current service model unclear.
	Mapping exercise underway 2010
	


Appendix A -  Care Quality Indicators for Specialist Children’s Services

National Managed Clinical Networks baseline and current position

	MCN
	Indicators that MCN will or have developed 
	Baseline prior to NDP investment
	Current position
	Impact of NDP investment

	Endocrinology
	1. 
Percentage of growth hormone stimulation test results reported back to the clinician responsible for ordering the test within 2 weeks of the test being carried out. 

2. 
Percentage of children newly started on growth hormone who started treatment within 3 months of the date the decision was made to initiate growth hormone therapy and the shared care protocol was sent to the GP.

3. 
Percentage of patients diagnosed with congenital hypothyroidism who have had a thyroid function test and height and weight recorded. 

4. 
Percentage of eligible children on growth hormone who have had a growth hormone stimulation test before their treatment started.

5.
Percentage of children with confirmed growth hormone deficiency that have a MRI before starting treatment
	No baseline data available
	Baseline identified through audit undertaken in 2010.
	Baseline identified on how this group of children are followed up around Scotland and how compliant the service is with the published SPEG guidelines. We will  measure the effect of the MCN against this baseline in the future and will build this data gather into the clinical audit system so this is  continually monitored.

	Rheumatology
	1
Percentage of patients with JIA who receive an eye screen within 6 weeks of diagnosis of JIA

2.
Percentage of patients with JIA seen by paediatric rheumatologist within 10 weeks of onset of symptoms 

3.
Percentage of patients who attend a dedicate paediatric rheumatology network clinic

4.
Percentage of JIA patients who receive  joint injection/s within 6 weeks of decision to treat (ie date patient seen, NOT receipt of referral)

5. Percentage of newly diagnosed JIA patients with active disease who start second line treatment within x months of diagnosis NEED TO SOURCE THIS EVIDENCE

6
Transition to adult services

7.
Percentage of newly diagnosed patients who receive the Network standard information pack and subsequent appointment with Rheumatology Nurse Specialist within 4 weeks of diagnosis


	No baseline data available 
	1& 2.  30-40? new cases per year.  Sampling to be done on retrospective caes to ascertain baseline data. Data collection to be done every 12 months thereafter.  
Data to be included on MCN database

3.  To be collected every 2-3 months
Data to be included on MCN database

4 
Eye screening should be done by an opthamologist who routinely screens children for uveitis and in a child friendly environment. Need to see how information is recorded on a) date decision to treat and b) when injection given. Need to check on numbers per year
Possible this can be collected every 1-2 months
5. 
Need to check research on this re timescales to treatment
Need to confirm how date methotrexate started will be recorded.

6.
 All children greater than 14yrs with JIA have transition plan.

7.
Information to be recorded on MCN database
Data to be collected 6 monthly


	1.
New patients will be screened as soon as possible and not longer than 6 weeks after referral.  Each hospital with clinical services for children in the United Kingdom will be linked to a Paediatric Rheumatology Clinical Network, each of which will have agreed referral pathways, guidelines for shared care and a framework for clinical governance, based on evidence as available or consensus.
The named consultant will work with other members of the clinical network to develop the referral protocols and shared care guidelines to suit local needs.

2.
Children with incident or supected JIA will be referred without undue delay, defined as being seen by the paediatric rheumatology team within 10weeks of onset of symptoms and within 4 weeks of referral
All patient will have opthamology reviews according to the current joint BSPAR/ RC of Opthamology guidelines

3.  All children and young people with JIA will have access to a multidisciplinary team, the members of which have appropriate skills and experience for managing children with arthritis (Standards to be defined by Network)
All patients will have regular assessments of disease activity, based on current consensus and evidence based practice. Standard clinic data sheets will be available for use in Network Clinics
Patients will have prompt access to interim assessment by the paediatric rheumatology team or clinicians within the clinical network

4 & 5.Refer to BSPAR guidelines
In accordance with NICE guidance, patients receiving etanercept and related biologic agents will be managed by a specialist paediatric rheumatology team or within an established paediatric rheumatology clinical network and, subject to informed consent being obtained, all patients receiving etanercept will be registered with the BSPAR Biologics Registry.
Where subcutaneous drug administration is indicated, an appropriately trained health care professional with paediatric experience will be available to administer the drug and where appropriate to train the patient or a carer to safely administer the injections at the patient’s home. This health care professional will be either a paediatric rheumatology nurse specialist or an appropriately trained member of the paediatric community or hospital nursing team.
Intra-articular injections will be performed no later than 6 weeks after the decision that they are required is made, although urgency may in some cases be much greater than this.

6. All young people with JIA should have a planned, coordinated transition from the paediatric to adolescent service and also from adolescent to adult service. SPARN transition plan document in preparation for use throughout Network clinics

7. Age appropriate information and materials about their disease and treatment will be readily available.
Appropriate advice (verbal and written) will be available to families of children taking immunosuppressive agents (e.g. corticosteroids, methotrexate, biological agents) on the following:Immunisations, Foreign travel, Opportunist infection, Management of contact with chickenpox or shingles.



	Young People with Cystic Fibrosis
	1.
% with new respiratory bacterial isolate given eradiction antiobitic therapy

2.
% with CF related diabetes receiving 4/year reviews by diabetic team 

3. % with CF related heptopathy reviewed by gastroenterologist in past 12 months

4. % receiving annual review last 12 months 

5. % colonised with CF-specific organism

6. % with BMI <10th centile

7. % with FEV1 <75% predicted

8. % transferred having structured transition 

9. % families sent written annual review report within 3 months                
	2007 

CF Registry report for 2007 shows that UK 54.5% of 8080 registered patients (adults and children) had complete data. Scottish Paediatric Centres with more than 20 pts (351 pts out of total 395) had 86% (range 76-97%) with complete data.

CQI 1-3: no data

CQI 4: 100% children Aberdeen received annual review. All seen by designated doctor and CF nurse specialist. ~30% seen by physiotherapist and ~90% by dietitian. None seen by psychologist.

CQI 5: The Scottish Paediatric prevalence rate for chronic Pseudomonas aeruginosa infection was ~13% which compares favourably to UK rate of ~18%. Within Scotland, Glasgow and Edinburgh have better prevalence rates (Edinburgh rate was extremely low suggesting possible data error) with worse rates for Ayr, Inverness, Aberdeen and Dundee.

CQI6: Median BMI percentile for Scotland was 51.2 which was slightly less than UK of 52.6.  Inverness, Dundee and Edinburgh had better median BMI percentiles whereas Aberdeen, Glasgow and Ayr were worse.

CQI 7: The median FEV1 for Scotland was 78.7%  with Edinburgh, Glasgow, Inverness and Aberdeen being at or above this level, whereas Dundee and Ayr were slightly worse. The median FEV1 for UK was ~85%.

CQI 8: 3 Aberdeen pts transferred to adult service. 100% structured transition process.

CQI 9: ~60% Aberdeen pts received written report within 3 months


	2010

CF Registry report for 2009 expected to be published in March 2011. Report for 2010 will not be published until 2012

CQI 1-3: no data

CQI 4: 100% children Aberdeen received annual review. All seen by designated doctor and CF nurse specialist. ~70% seen by physiotherapist and ~60% by dietitian (CF dietitian off long term sick). None seen by psychologist.

CQI 5: no data

CQI 6: no data

CQI 7: no data

CQI 8: 3 Aberdeen pts transferred to adult service. 100% structured transition process.

CQI 9: ~60% Aberdeen pts received written report within 3 months


	4. West of Scotland:

Annual review outreach clinics established in Dumfries, Ayr and Paisley/Greenock. New local CF clinic and outreach clinic established in Wishaw early 2011.

3 monthly CF regional network meetings.

	Children with Exceptional Healthcare Needs
	1.
Percentage of children who meet the exceptional healthcare needs criteria recorded on SNS or local databases kept in collaboration with NMCN CEN

2.
Percentage of children who have a keyworker or lead professional

3.
Percentage of children having regular MDT reviews

4.
Average number of unplanned hospital admissions per child per year

5.
Percentage of children who are discharged from hospital inpatient care within 6 months after their first discharge planning meeting.

6.
Percentage of parents reporting that they received emotional support when their child changed to tube feeding


	1.
March 2009: 0% of estimated 385 children.

2.
Sept 2009:  24% in Lothian

3.
Sept 2009: 41% in Lothian.

4.
Sept 2009:  2.7 unplanned admissions to hospital per child per year (132 admissions for 49 children June 08-May 09) in Lothian.

5.
Baseline for 2009 is being recorded retrospectively in Jan-April 2011 in Lothian and GGC.

6.
Jan 2010: 27% of parents reported that the emotional issues were mentioned when their child changed to tube feeding.


	1.
January 2011:   76% of estimated 385 children. 

2.
January 2011:  59% in Highlands.  Numbers for Lothian, Tayside, Ayrshire and Arran, Lanarkshire will be available in April 2011.

3.
Data on multidisciplinary reviews in Lothian and GGC is being collected and will be available in Sept 2011.

4. 
ISD is currently linking SNS to hospital databases. Scotland-wide information will be available in March 2011.

5.
Prospective recording in Lothian and GGC has started in January 2011.

6.
10 out of 14 health boards use the DVD. Information sessions at all health boards will be completed in May 2011. Qualitative data suggests parents received more support since the launch of the module in Feb 2010. A repeat questionnaire will provide quantitative data in Jan 2012.


	1. NMCN CEN now has accurate data on the demographics and type of impairments of the majority of children with exceptional healthcare needs

2. NMCN CEN led discussions about the importance of GIRFEC and Care Co-ordination, meetings to share best practice, together with the Scottish Government implementation of GIRFEC have improved the percentage of children with an identified Lead Professional.

3. NMCN CEN has been highlighting the importance of MDT reviews and the timely manner in which reviews need to take place both in the Pathway of Care on the NMCN CEN website and at meetings across Scotland.

4. NMCN CEN improved the use of the Support Needs System through discussions with SNS Steering Group and healthcare professionals at regional meetings and by offering practical support across Scotland. The extensive use of SNS will allow linkage to hospital admission data (March 2011). 


NMCN CEN has been emphasising the importance of care closer to home by informing and sharing best practice with community nursing staff; looking at ways to develop online training for GPs; by developing a Communication DVD to improve the confidence and communication skills of healthcare staff with limited experience of working with children with severe communication impairments (June 2011); and supporting discussions between primary care and acute care professionals around the care for children with exceptional healthcare needs (Feb-Sept 2011). 

5. NMCN CEN developed a Pathway of Care and timeline for children with exceptional healthcare needs to support effective planning of the hospital stay and a timely discharge from hospital. The online Pathway was developed by a multi-professional, pan-Scotland working group and contains 160 Good Practice documents and tools.  

6. Parents identified acknowledgement of the emotional impact of tube feeding as a priority, therefore the NMCN CEN developed an online information and education module about the emotional impact of tube feeding. The DVD as part of the module has been used at staff training sessions and has been given to parents across Scotland. Over 800 views have been recorded and feedback from healthcare professionals and parents highlights that the DVD is considered to be an excellent resource. 




End November 2011


       3 more MCNs 


              implement


(Total live = 12)





End August 2011


  3 more NMCNs 


              implement


  (Total live = 9)





End May 2011


  3 more NMCNs 


              implement 


  (Total live = 6)





  End February 2011


          First 3 NMCNs 


                 implement
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