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Pledge 7 – We will Improve the Lives of Those with Long Term Conditions
Report of Aidan Thomas, Chair of Pledge 7 Task and Finish Group, 

and Dr Paul Watson, Director of Commissioning
____________________________________________________________________

1.0  
INTRODUCTION

1.1
Long term conditions (LTCs) such as diabetes, coronary heart disease, Chronic Obstructive Pulmonary Disorder (COPD), neurological conditions and other disabilities affect an estimated 1.6 million adults in the East of England. 

1.2
NHS EOE has made the following pledge:
“We will improve the lives of people with long term conditions. Chronic long term conditions are extremely common and can be devastating for patients and their families. While we may not have a cure for these diseases, we can do a great deal to improve the quality of life of patients who have a long term condition and, possibly, prolong life.”

EOE is working to ‘add life to years, not just years to life’, and will do so through increasing patients’ own control of their condition. We will achieve success, first and foremost, by seeing the person not the condition.
1.3
This paper sets out:

· A definition of what we mean by improving the lives of those with long term illnesses
· The key interventions required to deliver the pledge

· How we should measure success

· The phasing of delivery

· Questions that need to be included in the EOE survey

· Implications for enabling strategies

The Clinical Pathway Group (CPG) Report provides more detailed guidance for PCTs in their commissioning for long term conditions.

2.0   DEFINITION

The EOE pledge, to improve the lives of people with long term conditions, is set to achieve the following:

i) working specifically towards improving peoples’ lives;

ii) maximising clinical outcome i.e. reducing/delaying complications and deterioration arising from the condition(s). This can be achieved in partnership with the individuals by first class, evidence based clinical care, in accordance with national standards and measures in NICE guidance, other clinical guidance, NSFs and the Quality and Outcome framework (QOF).
3.0   KEY INTERVENTIONS AND PACING REQUIRED TO DELIVER THE PLEDGE


To deliver the pledge the following interventions are recommended: 

3.1 It is recommended that EOE should:
	a)
	Produce a Practical Guide for LTCs for PCTs, setting out the range of tools and approaches available to support effective commissioning, and in particular, their local response to the CPG report’s recommendations. This will include guidance on:

· Prevention, screening and diagnosis

· The development and implementation of best practice pathway specifications, for both specific conditions and patients with multiple conditions 

· Individual/patient held budgets
· individual care planning and agreed personal health plans
· information prescriptions
· the scope of NPfIT to support LTCs, inc telehealth and telecare, HealthSpace etc
· access to diagnostic tests and specialist advice
· the equipment available, with appropriate expert advice, to support independence and good quality care.  This includes  the range of equipment for specialist support, mobility, nursing, sensory impairment and communication needs; ie technology falling outside the remit of NPfIT
· procurement options for service delivery, including from the independent sector
· workforce development – ensuring that :
· individuals with LTCs receive appropriate education, training and support to facilitate self care;
· existing and future staff (clinicians, support workers, reception staff and social care workers) have the 7 Core Common Principles/competencies to support self care
· anticipatory care and preferred place of care / advanced planning.

	Dec 2008


	b)
	Undertake a Pilot of Patient held budgets within Personal Health Plans: specifically to explore how these can be used to enable the patient to exercise choice. This may be able to build on the applications of 4 EOE PCTs (and the possibility of further 2), to become national Staying In Control pilot sites – closing deadline 25 April, to start in ‘summer’ 08, and report after 18-24 months. EOE to ask for interim reports to spread learning in Dec 08; or if not successful as a Staying In Control pilot site, develop a local pilot to report in Dec 08.

	Dec 2008

	c)
	Develop an EOE wide format and core content for Personal Health Plans, if a national format is not forthcoming in guidance expected in Spring 08. It is recommended that the default should be that these are paper records, but EOE will also explore the scope for electronic versions e.g. through Health Space
	Sept 2008



3.2 It is recommended that PCTs should:
	a) 
	Implement the recommendations of the LTC CPG report. Demonstrate within both their Strategic (Dec 08) and Operational Plans (April each year), that they are addressing the needs of people with LTCs. 


	Dec 2008;

April 2009

2010

2011

	b)
	Develop an Agreed Personal Health Plan, taking account of evidence based health care and individuals’ own preferences about their care, for all people with a long term condition. This will provide a focus for the multiple other and more detailed strands of action which will need to be tackled at local level (detailed guidance being provided in the CPG report as mentioned above). These Plans will empower the individual and support them in decisions about their own care. They will include, as a minimum: 

· information and understanding of the condition(s) 

· information and data related to the individual’s clinical management 

· quality of life measures (condition specific and generic), including the patients own goals

· clinical measures (e.g. blood pressure, lipid levels)

· information of what’s available and entitlement to services
· information about what to do in an exacerbation, including individual’s preferences

· advance planning, including about individual’s preferences about palliative care and chosen place of death (where appropriate)

· information about the individual’s own responsibilities for maintaining their health and managing their condition(s)
· how partners will work with the individual and carers to achieve their goals, including anticipatory plans (for exacerbations) and advanced care plans (for end of life)

Each individual Health Plan will therefore act as a three way Accountability Agreement between the individual, the provider and the commissioner. It records what each partner, including the individual, has committed to undertake. 

The health plan is the smallest commissioning unit. Aggregated, these plans inform commissioning intentions, and the whole system care pathway specification.


	As below

	c) 
	PCTs should review and recommission services for people with a LTC on a rolling basis using the timetable set out below. This would include specifying the required pathway; reviewing current services against the pathway; and procurement to ensure that the pathway is delivered. EOE will arrange a review process, including an element of peer review, to support this work.
Timetable:

Choosing from a menu of long term conditions (e.g. COPD, diabetes, CHD, HF, MS, Parkinson’s, multiple LTCs), PCTs  should: i) agreed personal health plans, and ii) review and commission services: 

Year 1: 2008/09 - For 2 conditions/groups of conditions (determined by PCT need/priority)                                                             
Year 2: 2009/10 - For 3 further conditions/groups of conditions (determined by PCT need/priority                                                      
Year 3: 2010/11 - For all long term conditions                                   
	


4.0   
KEY METRICS TO MEASURE SUCCESS


The key measures of success will be:

4.1
Annually: Patient experience: 
Improvement over time of the following:

· % saying their care has improved in the last 12 months

· % satisfied with the management of their care
· % satisfied with their level of involvement in decision making.
2008/09 data will be used to assess experience in its own right, and also as a baseline for further improvement.

4.2
Annually, the existence, and evidence of implementation, of whole system specifications for services for people with long term conditions (either generic or condition specific) e.g. evidence that PCTs’ operational plans are responding to the CPG report’s recommendations to improve care for people with LTCs.
4.3 Key metrics for effective management of people with a LTC
· % individuals with a personal Health Plan compared to the numbers of people on the 19 LTC QOF registers: CHD, HF, stroke and TIA, Hypertension, diabetes, COPD, epilepsy, hypothyroid, cancer, palliative care, MH, asthma, dementia, depression, chronic kidney disease, AF, obesity, LD, smoking indicators (QOF)

· Managing variation in emergency admissions calculated for a suite of 19 long term conditions (From Better Care Better Value - BCBV)

· % of patients diagnosed with a particular LTC for which a robust prevalence model exists ie diabetes and COPD, compared with numbers on QOF registers (QOF and Public Health)
· % of patients undergoing cardiac rehab compared to numbers eligible (PCTs may need to commission this data)
· % of patients undergoing pulmonary rehab compared to numbers eligible (PCTs may need to commission this data, using the NICE cardiac rehab guidance)
· Expert Patient and condition specific education programmes (e.g. DAFNE): number and % of patients with a LTC taking up an EPP or condition specific programme compared to numbers offered (PCTs will need to commission this data).  
5.0   
DATA REQUIREMENTS FOR EOE PATIENT AND PUBLIC SURVEY

5.1
Patient’s actual experience will be a key measure of success. The following questions are therefore proposed for inclusion in the EOE patient and public lifestyle survey (with the assumption that the questions will be targeted at those already on a LTC disease register). 
	
	EOE to measure over time:
	Specific question(s) to include: 

	1
	% saying their care has improved in the last 12 months
	Do you think that the care you have received from health and other care professionals has improved over the last 6-12 months?

· Yes, a lot

· Yes a little bit
· No change

· No, a little worse

· No, a lot worse


	2
	% satisfied with their care
	Are you satisfied with the management of your condition(s) by your health and other care professionals?

· Yes, very satisfied

· Yes, a little satisfied

· Neither satisfied or dissatisfied

· No, a little dissatisfied

· No very dissatisfied

	3
	% satisfied with their level of self care
	Thinking about all the care you received for your long term condition, have you been involved as much as you wanted indecisions about your care and treatment
· Yes, as much as I wanted

· I wanted to be a bit more involved

· I wanted to be a lot more involved

· Don’t know

	4
	Quality of life
	Include a specific question regarding individuals’ quality of life, using a validated tool such as UroQol.



6.0   
ENABLING STRATEGIES

The following enabling strategies will be critical to success: 

6.1
Workforce Education and Training:

EOE will need to ensure that education and training programmes are fit to deliver the following:

a) education and training for individuals with LTCs and their carers. Enabling individuals to manage their condition makes them, and their carers, a very important part of the workforce. EOE’s education and training responsibilities therefore need to reflect this, with urgent access to a range of appropriate structured education, information and support programmes. This may include condition specific training (e.g. cardiac rehab, pulmonary rehab, DESMOND and DAFNE for Diabetes; and generic programmes such as the Expert Patient Programme (EPP).  With very modest numbers currently attending such programmes, and an estimated 1.6 million adults with a LTC in EOE, this will require a major refocusing and expansion of education and training arrangements;
b) realignment of education and training for professionals :

· to recognise and support the shift in approach required by existing and new staff to support empowerment of the individual to shape their care and make choices

·  to develop skills and competencies to support patients’ self care. NB - EoE is a pilot area for the implementation of the 7 Core Common Principles of Self Care, developed by Skills for Health and Skills for Care.  Documentation related to this is launched at the 1st May LTC conference in Harrogate
· develop new types of workers to support patients in managing their own conditions e.g. community matrons 
6.2
IM&T:
A specific piece of work is required as part of the EOE IM&T Strategy, to draw out how the NPfIT programme needs to be refocused to support the care of those with LTCs. This may include:
· Flagging systems for people on disease or risk registers to facilitate proactive intervention

· IM&T solutions are required to support the sharing of information at the point of care 24/7, including across Out of Hours, all emergency providers and social care; and to underpin the commissioning of shared care

· HealthSpace as a tool to empower the individual and enable them to retain control over their care

· Use of IM&T as a platform to facilitate learning and training for individuals, carers and professionals NB NHS Choices is being developed to include a ‘library’ of ‘NHS approved’ information – for use with information prescriptions
· A greater understanding of the potential and range of assistive technologies is required so that commissioners ensure that these are fully and appropriately exploited at local level e.g. Telehealth and telecare systems; Summary Care records; 
· Identification of a decision making tool for risk management stratification.

Sally Standley
Head of Special Projects

Heather Ballard

Service Development Manager

24 April 2008
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