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THE ROLE OF NICaN IN DEMAND MANAGEMENT
A VISION PAPER

In this time of financial constraint, it is important that the Network continues to support its partners in managing resources to maximise benefit for the greater number, and to prioritise those in greatest need. An effective focus on demand management will involve addressing the twin goals of quality of care, and value for money. It is our view that improving appropriate patient access to effective services and interventions can be achieved alongside the delivery of value for money. The Network, in partnership with commissioners and providers, has been successful in assisting the break down of organisational and professional boundaries, in order to provide ‘person-centred’ care. In delivering effective demand management strategies, we will have to strive to move further in the journey of integrating care across the primary / secondary care interface, delivering ‘The right care, by the right person, in the right place, at the right time’.  
In seeking to address the issue of demand management within cancer, the Network Team asserts that significant opportunities exist to improve the patient journey.  This paper seeks to outline key areas where we feel the Network can have the greatest impact, and to seek the support of the Board to progress the proposals outlined.   It should be noted that these proposals align to the strategic intentions of the commissioner.
Downturning first outpatient appointments 
The case
The average growth in demand for out patient appointments is estimated at 10% to 12%.  Trusts have experienced continuing pressure to respond to this ever increasing demand for services whilst delivering significantly improved access.  This level of growth in demand is unsustainable, in the longer term. 
The publications of Barbara Starfield have repeatedly highlighted the valuable contribution primary care makes in filtering patients from onward referral to secondary care that do not require it, reducing cost, unnecessary procedures and adverse events. This however does require a balance, to avoid under treatment, through failure to refer for specialist care, when it is justified.

Supporting appropriate referral
It is clear that there is significant variation in referral rates from General Practice into secondary care. In seeking to enhance the gatekeeper role by reducing variation in referral patterns, it is important to recognise that some variation is expected and justified. The differences between registered practice populations in terms of demographics and health need will produce commensurate variation in referral rates. The variation we should be seeking to reduce is that which is unjustified. 

A proposal is being considered at the HSCB, that GP practices will be supported, through existing Governance arrangements, to examine the issue of variation of referral rates. This process will be aimed at explaining variation and seeking to develop a methodology for legitimately measuring unjustified variation. Communication at the primary / secondary care interface will also be examined to ensure effective and timely communication underpinning referral, outpatient attendance and discharge. The focus will be to promote quality, ensuring that the right patients are referred for appropriate intervention. Such a ‘referral governance’ approach has already proven effective in reducing demand in Oldham PCT.
Due to a deficit in the current evidence base, most of the clinical signs and symptoms that are relied on as indicators of underlying illness, requiring referral for secondary care intervention, are not discerning enough. ‘Red flag’ referrals for cancer have not proven as effective as hoped, in all specialties, in assisting the triage of patients. While they are ‘sensitive’ in picking up potential cancer, they lack ‘specificity’ in assisting in the prioritisation of patients most likely to have cancer. The pick-up rates are only approximately 30%.  While work is ongoing both nationally and regionally to improve the specificity of the guidelines, a more immediate solution is to provide effective ‘decision support’, through clinical IT systems. It is proposed that an electronic referral system (business case currently being considered by DFP) should provide a process for managing referrals to access secondary care services, subject to approval, within a year or so.   Cancer benefits from having a mature managed clinical network, with regional care pathways, protocols and guidance already developed in many areas and established cooperation between secondary and primary care.  Hence, it is anticipated that cancer will be an early runner when rolling out the system.

Improved access to diagnostics

For many conditions, diagnosis and a decision on surgical intervention is decided by clinical imaging or biopsy analysis. It would appear logical that accessing such investigations from primary care would be more cost effective. If patients were increasingly diagnosed in primary care, it would result in only referring those patients to secondary care who require an appropriate intervention. This would cut out unnecessary first outpatient appointments, in secondary care.  Again, an electronic referral system with inbuilt clinical decision support tools would help to ensure appropriate access and cost-effective usage, improving the quality of referrals, with a higher proportion being referred appropriately. Enhanced access to diagnostics in primary care has been adopted as a strategy in Eastern Birmingham and South Leeds PCTs with promising early results. 
The Network will have a vital role in underpinning this process for patients with cancer.  Examples of where this could be applied within cancer include direct access to biopsy for men with a raised PSA (with appropriate counselling) and direct access to vaginal ultrasound for women with suspected ovarian cancer. To deliver on this proposal will require engagement with clinicians and key stakeholders across the primary secondary care interface to agree realignment of care pathways and development of access criteria to diagnostic tests not currently available in primary care.

Progress to date

It has been demonstrated that while in many specialties ‘red flag’ referrals are being made appropriately, in a few, guidance is not being followed. The Network has supported a reprioritisation process to address this issue, and to help provide feedback to General Practitioners. Progress is being made towards implementation.

The HSCB intends to implement an electronic referrals system. At present a business case to purchase the SCI (Scottish Care Information) system is being considered by DFP. SCI is a national system that integrates primary and secondary care systems using familiar, secure Internet technology. SCI Gateway is fully integrated with primary care clinical systems and will provide a platform to manage electronic referrals.  
Challenges ahead
The proposed electronic referral system should provide a process of managing referrals to access secondary care services, subject to approval, within a year or so. To be effective at the earliest opportunity, significant resource and time is required now to develop the ‘front end’ templates for primary care, and ‘back end’ processes in secondary care, to manage the referrals efficiently. Failure to do so will render the investment useless until such time as these can be developed.

It is likely that investment in diagnostic tests and service reconfiguration will be required. Delivering this in a time of constraint will not be easy.
Modernising our approach to cancer follow up

Some 70% of outpatient appointments are for the purpose of post treatment follow up.  Generally speaking initial cancer review is aimed at assessing the effects of treatment while later follow up incorporates the detection of disease recurrence. Apart from one or two exceptions, consultant medics undertake cancer reviews in Northern Ireland.  
The incidence of cancer is rising and will continue to rise. Half of all cancers occur in the elderly and, as the population lives longer, cancer will become more common. Improved cancer survival means that the already large number of people living with cancer in Northern Ireland (currently around 55,000) will continue to increase by around 3% per annum. This increase, along with multiple treatment options means that growing numbers of people will require access to services that are already overstretched. For example oncology review clinics have seen a steady increase in the number of patients attending of around 2.8% per year since 2005.  Not only is the current model of review not sustainable, but it is failing to meet the needs of the large number of patients living with cancer.  
Whilst post treatment review is an accepted norm of service provision, and provides some level of support for many patients, there are a number of inefficiencies associated with the current arrangements from both a patient and provider perspective.

· Traditionally the focus of cancer services has been on cancer as an acute illness with an emphasis on the acute treatment phase.  Follow up has been designed to screen individuals for signs of recurrence not on managing the consequences of cancer. 

· Routine follow up appointments serve little purpose in terms of detection of disease recurrence, since the large majority of recurrences are detected either by patients themselves or on investigations (which can be planned without a patient having to attend a clinic).   

· Current review practice has one-size fits all approach which fails to take into account the variation in individual need and disease trajectories. While some individuals with cancer will be cured, for others their cancer will become a chronic disease requiring sporadic or ongoing management while yet others will have active or advanced disease. The issues experienced by each person, their ability to deal with them and the professional support required will vary considerably.  

· Follow up practice tends to focus on relevant medical issues with patients frequently reporting that psychological or other concerns are not adequately addressed; this includes physical concerns (such as sexual health or continence issues) and social concerns (such as financial problems or employment difficulties). Such issues not only impact negatively on the person with cancer but on their carers and ultimately on the health social and economy of Northern Ireland. 

Given the limitations of follow up arrangements there may be a temptation to impose a solution which involves the withdrawal of services and the provision an access point should patients’ conditions deteriorate. Whilst at first glance this may seem to ameliorate service pressure, the consequence in terms of patient safety and anxiety, unscheduled admissions and increases in morbidity, are likely to be significant.

It is submitted that what is required is a new approach to follow up that aims to achieve two things simultaneously, namely; improve the health & well-being of patients and represent the best use of NHS resources. 

The Vision 

The Service Framework for Cancer Prevention, Treatment and Care, which advocates a post treatment holistic assessment for the individual and the introduction of a three-tiered model of follow up to better address the wide spectrum of need. This includes: 

· consultant led follow up for patients with ongoing complex needs

· integrated nurse specialist / community linked follow up for those who will be living with cancer as a chronic illness 

· health and well being review to support people who are potentially cured with the transition from patient mode to adjusting to life after cancer  

The approach outlined in the Framework for Cancer Prevention, Treatment and Care is in line with changes to cancer follow up elsewhere in the UK. The National Cancer Survivorship Initiative identifies five key shifts required to support people living with and beyond cancer. These shifts are:

· A greater emphasis on recovery, health and well being after cancer 

· Greater focus on a holistic post treatment assessment, information provision and personalized care planning rather than a one size fits all

· Moving from a clinically led approach to supported self-management with swift access to assessment, support and treatment when required

· Empowering individuals to recognize and be prepared for the consequences of treatment, as well as recognition of further disease

· Shift emphasis from measuring clinical activity to use of Patient Reported Outcome Measures in aftercare services.

Cancer as a chronic illness: enhancing the role of primary and community care
The impact of cancer does not end after treatment. There is evidence to show that people with cancer have poorer health and well being than the general population, being comparable to chronic conditions such as diabetes or arthritis. 

A different approach is required to deal with this cohort of patients, with more proactive surveillance, anticipation of problems and mechanisms in place to take appropriate action and to avoid unscheduled admissions.  

As people with cancer are living longer they are spending more time in the community and requiring more support from their GP.  Primary care and community nursing services have an important role to play in meeting the needs of people living with and beyond cancer.  The enhanced local provision of services within the primary care setting could support the diagnosis, treatment and holistic care of many cancer patients within a local setting, ensuring that only those who genuinely require secondary care intervention, are managed within that domain thereby improving access and decreasing the unsustainable growth in demand. For example, men who are on “watchful wait” or who are receiving ongoing hormone therapy for prostate cancer can receive monitoring / treatment at their GP practice.  This would have the added benefit of enabling the GP to maintain regular contact with and to better understand the needs of patients and carers.  This will deliver an improvement in the quality of the patient experience, while reducing demand on hospital clinics.
Another example would be community nurses working in partnership with hospital cancer teams to be actively involved in regular assessment, information giving and support. They would have local access to symptomatic services, with an oncology nurse practitioner on hand that works as part of the hospital oncology team.  It may be that the development of community nursing roles specializing in the management of a number of chronic conditions including cancer would support this shift. There are examples elsewhere of ‘community matrons’ targeting support to people with more than one chronic illness who are over 75 and who have had 2 or more emergency admissions in last year.  The thrust of such a role is to provide proactive surveillance and early intervention to minimize the need for unscheduled care.

Health and Well Being Review
While an emphasis would be on maximizing everyone’s health and well being, for those who are potentially cured, the aim would be to facilitate their transition from patient to person. Individuals would be invited to attend a Health and Well Being Clinic in a community setting in which a range of hospital health and social care professionals provide group information, education and support in relation to a particular condition. The aim of this approach is to empower the person to self manage. At these group clinics there would be access to individual practitioners, active signposting to health and well being programmes provided by partners in the community; for example, cancer charities providing healthy living, confidence building, fatigue management or return to work programmes.  Central to this stream will be:  

· individual post treatment holistic assessment

· tailored education

· signposting information and 
· an identified key worker to enable fast track access for assessment if required.   
This would significantly reduce demand on review clinics as well as providing support for the person with cancer, helping them to regain control of their lives.

Progress to date

· Last year NICaN, in partnership with Macmillan Cancer Support and the Patient Client Council, hosted a workshop for people affected by cancer.  The aim was to explore with patients and carer’s their experience of cancer services and their survivorship issues. One of the key messages was that current follow up arrangements do not address their needs and there is a need to do things differently. This message is also echoed in feedback from service users in the regional chemotherapy service review. 
· A second partnership workshop is now planned for 20th April, 2010 for clinicians and other key stakeholders and is aimed at raising awareness of the limitations of current follow up and to garner support for a plan to address the issue.  
· Established links with the National Survivorship Initiative.

· Links have been made with Rehabilitation Research Centre at UUJ and the Epidemiology and Health Services Research Group at QUB.
· New approaches to post-treatment follow up are included in NICaN regional group work plans.

· Macmillan is running a national pilot programme looking at health and well being models of review.  The network has facilitated links with Trusts in Northern Ireland resulting in two pilot programmes being accepted, one for breast patients in SE Trust and one for urological patients in Belfast Trust.  Both pilots will be subject to external evaluation. 
Challenges

Achieving such a vision will be particularly challenging in today’s climate, but maintaining the status quo meets no ones needs.  To achieve this vision will require significant change to working practices.  This will require strong clinician engagement and a coordinated approach from commissioners and providers across both primary and secondary care at all levels of the service.

Increasing the proportion of care delivered in a community setting will necessitate some redistribution of funding, investment being closely aligned with demand and provision, at the most appropriate point of delivery. It will be a difficult task to deliver this while ensuring financial stability in Trusts. Investment in new services will require to be linked to rigorous evaluation of delivery and outcomes. In the context of a difficult economic environment, it will be essential to focus on efficiency, value for money and outcome measurement, in order to maximise the benefits for all.

Moving to new models of review which address the survivorship agenda will by necessity require an increase in cancer site specific clinical nurse specialists who will play a key role in the post treatment holistic assessment, interfacing with the community and coordinating fast track access. However, this investment would be off set against the more effective use of consultant’s time and expertise and the delivery of a service that better meets patients’ needs.  

Delivery of health and wellbeing reviews will require partnership with the voluntary sector, which has already developed significant knowledge and skills in this area.

The National Survivorship Initiative is still at an early stage.  Moving towards a tiered model of review needs to be introduced in a phased way and to be informed through the experience of the National programme and through local evaluation and research.

Moving to new models of review will also represent a marked change for patients.  They should be actively involved in shaping the changes being proposed and patient choice should at all times remain at the cornerstone of care.

To progress along these lines, it may be beneficial to test the vision in one or two tumour sites, study its impact and apply the learning gained to subsequent services.

Conclusion
The Network has the opportunity to support providers to meet increasing demand whilst significantly improving the patient experience of care. Improving referral, enhancing access to diagnostics and providing individually tailored holistic care and review in a range of settings will reduce pressure on secondary care services and improve the quality of life of patients following treatment. It is important to note that the proposed changes will require a shift not only in culture but in resource and it is likely that there will have to be a pump priming investment in order to realise the potential savings available.  To achieve this will require strong support from all stakeholders, and the Network can act as an enabler in this process. 
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