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Care Quality Indicators for Specialist Children’s Services
January 2011 update
Introduction
We wish to know what better, higher quality services look like so we can tell whether care services are improving.
Aim
The aim of this project is to allow 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. To this end we have worked with networks to develop clinical quality indicators for Specialist Children’s Services.

Key Deliverables/ Action Points
	Key Deliverable/ Action Point
	Progress as at 13 Jan 2011

	Develop Generic Quality Indicators
	Engaged with clinicians, managers and parent/carers in discussions around the themes of effectiveness and efficiency of care. These discussions have been successful in gaining a greater understanding of what better care looks like in terms of generic indicators and specific interpretations by individual networks.

	Develop Quality Assurance Indicators


	Drafted 5 quality assurance indicators requested by the NDP Implementation Group. The Implementation Group requested that these be taken forward by the Regional Planning Groups (July 2010).

	Facilitate 3 pathfinder MCNs (Rheumatology, Gastroenterology and Endocrinology) to develop specific indicators and pilot data collection 
	Facilitated the 3 pathfinder MCNs to develop and agree operational definitions, inclusions, exclusions and data collection plans for specialty-specific care quality indicators.
Established the Model for Improvement/ Continuous measurement within networks as the preferred approach.
Facilitated discussions over possible data collection mechanisms including local data collection tools, the NSD audit tool and excel run charts.

Continue to support the ongoing data collection and plotting/interpretation of data.
The time working with the 3 pathfinder MCNs during this project has been invaluable in providing a framework for other MCNs to develop and take forward their own indicators which will be fully documented at a later date on completion of this project.

	Engage with all NMCNs for specialised children's services to assist them in agreeing/developing specific indicators
	A questionnaire was circulated to all NMCNs in Sep 2010 to ascertain their progress in developing and collecting indicators and to determine the support required to help them put these in place by end of March 2011.

Meetings were held with individual MCNs between Oct-Dec 2010 to raise awareness of the project and to facilitate discussions around the generic indicators, specific indicators for individual networks and the capacity to collect the data required to measure them.

Support will continue to be provided with follow-up meetings with each MCN being arranged for early 2011.

	Liaise with NSD and Regional Planning Groups as to the most suitable vehicle for reporting the indicators. 
	Discussions are taking place between ISD, NSD and the Regional Planning Groups as to the most suitable vehicle for reporting the indicators. One option being explored is to report via the NSD annual reports as examples of good practice in service development.

	Liaise with NSD and QIS re future of project
	Continue to liaise with NSD and QIS to discuss the future of the project beyond March 2011.


Longer term aim of the project and comparisons with the SPSP
The project has initiated discussions with networks resulting in early development of indicators and for some MCNs pilot data is now being collected. However, adoption and routine monitoring of specific clinical indicators is a longer term aim. 

One guide to timescales is perhaps The Scottish Patient Safety Programme (SPSP) which was set up in 2007 to steadily improve the safety of hospital care. With dedicated support and full funding the SPSP has expanded from small scale data collection in single pioneer care teams in some NHS Boards to more recently the growth of national data in all Scottish Hospitals. 
The CQI for Specialist Children’s Services project has been run on a much smaller scale but has demonstrated early signs of success echoing the early stages of the SPSP. To build on the success of this project the momentum must be maintained and enthusiasm retained.
The Healthcare Quality Strategy for NHS Scotland (Scottish Government 2010) aims to ensure that national and local audit programmes support the development of appropriate indicators of quality; rigorous peer review and local action to address inappropriate variations in care improve the quality of healthcare and healthcare experience. Through the work of the CQI project it has given MCNs the knowledge and tools to develop their indicators which will allow them to participate in the Quality Outcome measures which have been proposed in the strategy and be at the forefront of Quality Improvement in Scotland.
Potential Issues/Opportunities for improvement
Data Collection by MCNs
The networks are enthusiastic about improving quality and developing indicators. However the infrastructure and manpower to define and collect specific clinical data is lacking for some of the specialties. Care teams have to be supported to incorporate data collection within their plans to improve services and this will require improvement advisor and information analyst support to continue to develop measures and definitions, and consider the best ways to analyse and present data to drive improvement.
NMCNs currently use a variety of disparate systems to collect data. The NSD audit tool is not yet in place for many of the networks and doesn’t meet all requirements for some. Due to the requirement by the NDP IG and NSD for quality assurance some MCNs plan to use the NSD audit tool to record data on indicators as well as entering data onto their own system (for quality improvement) that allows them to see if changes tested are indeed improvements. This double data-entry is clearly not an effective use of staff time, and is not LEAN. Discussions could be held between all interested parties, NSD, RPGs, audit groups etc. to investigate if there was a way to merge the datasets and data collection tools that would allow a more efficient data collection process to develop. This could also tie in with the current project being led by ISD and the Quality Improvement Hub to resource a replacement for the SPSP Extranet toolkit.
Whilst MCNs will be collecting data to support the indicators from April 2011 the true value of these may not be seen for some months thereafter when Specialist Services have had a chance to put measures in place to improve the quality of their service. As with the SPSP the aim is to steadily improve the quality of care in Scotland’s hospitals in a systematic and measured way.

Quality Assurance Indicators

The Regional Planning Groups have agreed to report on the quality assurance indicators that were developed during the early part of this project. These data, which are being reported to through the RPGs, need to be looked at in their relation to improving quality, e.g. do more clinics mean better quality and not simply in numerical terms.
Topics requiring discussion/direction by the NDP IG – what happens after March 2011?
· Who will provide future assistance for networks to take them forward, in particular:
· Who will take the lead?

· Need to agree reporting mechanisms – should this to be done through NDP annual reports (need to agree one reporting route nationally and not have various agencies asking for data)

· Who liaises with RPGs – is this individual MCNs or NSD?
· Who will support the networks in quality improvement? NSD, QIS, ISD? – this would need agreements with the relevant organisation(s)?
· Should the NDP request assistance from the NHS Scotland Quality Improvement Hub?

· How can expertise be built on locally, in particular with regards to analysis and interpretation of data?
· What other agencies need to formally engage in this work, e.g. QIS, ISD?

Appendix 1 – MCN Progress to date, January 2011
	MCN
	Indicators that MCN will or have developed 
	How MCN will record the data
	If the data will be available for reporting from April 2011
	Any other comments

	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
	Mixture of systems - Excel spreadsheet, Norident application (Edinburgh), Local database (Glasgow) and MCN Audit tool when available
	Yes 
	 

	Rheumatology
	1. Eye screening should be done by an opthamologist who routinely screens for uveitis
2. Percentage of patients with JIA seen by paediatric rheumatologist within 10 weeks of onset of symptoms
3. Percentage of patients who attend a rheumatology specific clinic at least every 4 months
4. Transition to adult services
5. Percentage of newly diagnosed patients who receive the standards information pack
	Locally developed database and NSD Audit tool when available
	Yes
	 

	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                
	Mixture of systems - CF registry and paper records
	 
	This list may be subject to change as these indicators still to be agreed by MCN

	CLEFTSiS
	1. All children and parents should be visited by a member of the cleft team <24hrs
2. All patients should receive a patient satisfaction questionnaire by age 
3. All children with CL & or P should have attended the M.D.C. within the first 3months of birth
4. All core members of the MDC should attend a CLEFTSiS audit and research day once every 2 years
5. All specialist group protocols should be reviewed and assessed on a yearly basis
6. All Special interest groups should produce a key audit based on their protocol/ year
7. All 15yr old patients with UCLP/BCLP should be assessed within a multidisciplinary environment, prior to transition to adult care.

	Mixture of systems - Excelicare and paper records
	 
	This list may be subject to change as these indicators still to be agreed by MCN

	Home Parenteral Nutrition
	1. Rate of catheter related blood stream infections - expressed as per 1000 catheter days.
2. Rate of central vein thrombosis
	Excel spreadsheet
	Yes
	This MCN will develop indicators to cover both children's and adult services that it covers

	COBIS
	TBC
	Excel spreadsheet
	 
	This MCN will develop indicators to cover both children's and adult services that it covers

	Inherited Metabolic Disease
	TBC
	TBC
	TBC
	 


1. Use of clinical audit tool to record patients seen in joint clinic.

2. Renal patients in a given diagnosis group linked to a referral to MultiDisciplinary Team (eg. Dieticians, Psychologists,etc.)

3. Care delivery in a local setting by RHSC Paediatric Nephrologists. (compare General clinic numbers before DGH clinic setup with numbers post DGH setup)

4. Record the number of patients registered on Renal PatientView.


1. Reconcile data on published joint clinic lists with patient data entered on Clinical Audit Tool

2. Clinical Audit Tool - Recording of Patient data including diagnosis along with list of referrals to MDT

3. Historical data recorded on an Access database (research by Judith Willis). Future data input for general clinics in PROTON (to commence Jan 2011)

4. Statistics available from PROTON and RPV.


1. Yes, if the Clinical Audit Tool is available for data input

2. Yes, if the Clinical Audit Tool is available for data input and if diagnosis can be grouped and linked to referrals to MDT (Audit Tool - National level)

3. Yes 

4. Yes (only RHSC, Glasgow patients unless RPV can be implemented at a local level in other Scottish paediatric hospitals).

	5. Yes (broken down to patient level for Glasgow patients and overall numbers by Combined Clinic)
	 

	Gastroenterology
	1. % of children with positive serology who have had a biopsy within 4 weeks of 1st OPD 
2. % of parents provided with written material concerning endoscopy, at time of referral/ invitation for endoscopy.
3. % of parents provided with written information about Coeliac UK with regards to coeliac disease, within 4 weeks of diagnosis.
4. Median time for parents of families who have biopsies to have been told the results.
5. Median time for children with positive biopsies to have been offered advice about a gluten-free diet.
6. % of children with coeliac disease who have had an annual review with a dietician.
	MCN Database
	Yes - West of Scotland only
	3-monthly review. First piloted in September 2010, figures available for new referrals from May 2010 onwards.

	Diaphragmatic Hernia
	Indicators still to be developed
	SGAN Register, New MCN database currently in development
	 
	 

	Scottish Genital Anomaly Network
	Indicators still to be developed
	SGAN Register, New MCN database currently in development
	 
	 

	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. Percentage of children who meet the CEN criteria with low numbers of hospital admissions
5. Percentage of children who are discharged from hospital inpatient care within 8 months after identification of their exceptional healthcare needs
6. Percentage of parents reporting that they received emotional support when their child changed to tube feeding
	Support Needs System, local databases, SNS/SMR01 linkage, parent questionnaire
	1. Yes
2. Yes – Pilot in NHS Highland only
3. No
4 & 5. Possible - First linkage due March 2011
6. Yes - data published for 2010. Questionnaire to be sent out to parents every 2 years, next one due 2012
	 

	Epilepsy
	1. Percentage of children with epilepsy with evidence of input by “Consultant Paediatrician with expertise in epilepsies” by year 1
2. Percentage of children with epilepsy with evidence of input by Epilepsy Nurse Specialist by year 1
3. Percentage with evidence of appropriate clinical assessment at first paediatric assessment
4. Percentage with no evidence of withdrawal of epilepsy diagnosis 
5. Percentage diagnosed with epilepsy with evidence of seizure classification by year 1
6. Percentage diagnosed with epilepsy with evidence of epilepsy syndrome or syndromal category classification by year 1
7. Percentage having no evidence of inappropriate EEG
8. Percentage with indications for neuroimaging having neuroimaging by year 1
9. Percentage with convulsive seizures having 12 lead ECG by year 1
10. Percentage of females >12 old commenced on epilepsy medication with evidence of discussion regarding pregnancy or contraception related issues
11. Percentage commenced on carbamazepine with absence of contraindications for carbamazepine
12. Percentage meeting referral criteria for tertiary involvement with evidence of input of tertiary care by year 1
	Data will be collected along with patient experience questionnaires and information on service indicators will be collected on the national database developed by RCPCH
	 
	Indicators to be discussed at steering group meeting on 12 Jan 2010.

	Muscle
	TBC
	TBC
	TBC
	MCN network manager contacted, meeting to be arranged.
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