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Project Summary

This service redesign aims to improve cancer outpatient services by developing a model of nurse-led care for follow-up of patients on completion of cancer treatment. The rationale for this development is firstly to release space within existing clinics for new patients therefore reducing lead-time from referral to treatment for women newly diagnosed with gynaecological cancer and improving supportive care for women having completed chemotherapy.

Data will be collected pre and post changes in service design, to evaluate the efficacy and efficiency of the service. This will include a 3 phase project with firstly the mapping of existing services including an audit of resources used in providing follow up, throughput, waiting times for both new patients and those having completed treatment and the costs of this existing model of care. Patients experiences will also be examined with a cross sectional survey of supportive care for those who have completed treatment and are receiving follow-up exploring women’s quality of life, symptoms, needs for supportive care and satisfaction with existing service provision. The second phase will be the implementation of the nurse led care and thirdly after 10 months of nurse –led provision the service again will be mapped to provide a comparative analysis.

This analysis will provide information about current demand for supportive care, and costs of providing follow-up services, to enable strategic service development, and as a basis for formulating nurse led care.

Aims

This study will investigate:

· The impact of follow-up changes on outpatient new patient referrals for ovarian cancer.

· The efficacy of providing a nurse-led surveillance model for ovarian and endometrial cancer

· The experiences of women who access care from gynaecological oncology services comparing a “usual” care model to that of a nurse-led model. 

· Pattern of resource use within different models of service provision and cost these.

Background

The current challenge in cancer services in the UK is in understanding and managing changing boundaries in care and finding new ways of delivering cancer services. Ovarian cancer is the fourth most common cause of cancer related death in women with annually 6000 new cases and 4,500 deaths from the disease (CRC, 2001). During the past 30 years, survival has increased owing to improvements in diagnosis, surgery and chemotherapy. Nevertheless most women who present with advanced disease will die from their cancer with the overall 5-year survival being less than 50%. Women are often left with chronic problems following gynaecological treatment (Anderson et al., 1989, Jenkins, 1993) with difficulties in relation to fertility, changes in body image and sexual problems (Cull et al., 1993). Psychological well-being has been described as the most important contributing factor to overall quality of life in cancer survivors, however studies exploring women’s satisfaction with support post gynaecological treatment suggest that issues important to women such as sexual issues and altered body image changes are rarely addressed and that long term effects of cancer are neglected (Cull et al., 1993). Evidence suggests that people feel ill prepared for treatment completion and that reduced health care contact at the end of chemotherapy may leave those with side effects and symptoms of treatment feeling unsupported. 

Rationale for changing follow-up

Cancer services are increasingly managed on an outpatient basis. Women attend hospital during the period of therapy and routinely are monitored by a physician following treatment. These ‘check-ups’ form a significant proportion of the work of the gynaecological out patient clinic. The function of visits to the doctor is initially to check for recurrence of disease, but also to monitor for side effects and symptoms. It is argued that the high psychological morbidity amongst patients following cancer treatment also suggests the need for close monitoring to detect early problems and to offer support and counselling (Holland & Tross, 1989, Maughan & Clarke, 2001). Studies where women have been offered active coping skills have shown that these interventions give women a heightened sense of control and have lowered overall distress (Ferrell et al., 2003). Furthermore literature to date suggests that continuity of care with the health care team play a significant role in how well patients adapt to their disease following treatment.

The pressures to reform and question approaches to the management of clinical care have been driven by several factors. Changes in the way training is organised for doctors at postgraduate level have resulted in fewer registrars working in outpatient clinics. Increasing patient numbers and longer survival has meant that number of patients requiring long term follow-up has increased. Capacity planning reviews within cancer services have identified that women returning for follow-up within the gynaecological oncology clinics use a large proportion of clinical time and that by reducing the number of women returning to clinic following treatment would increase new patient appointments within the gynaecological clinic. The aim of this change is to meet NHS targets for time from first referral to treatment (31 days) and from diagnosis to first treatment. This places a greater emphasis on nurse-led services in co-ordinating and taking responsibility for aftercare. Cancer services are therefore faced with increasing demand and limited resources whilst trying to improve quality and support (Sikora & Bosanquet, 2003). 

Surveillance following cancer therapy

There is no evidence that a routine medical check provides any survival benefit to patients. Little is known about the effectiveness of monitoring disease in prostate cancer. However, evidence has been growing about how medical care for women with breast cancer should be organised to detect recurrence. Of the women with breast cancer who present at diagnosis with stage II disease, 40-50% are likely to have a recurrence of their cancer within 5 years (Tomiak & Piccart, 1993). The incidence of recurrent disease in breast cancer has raised interest in how best to detect these cancers and manage follow-up. Components of routine care include physical examinations, history, annual mammography, blood tests and X-rays. Several large randomised studies in breast cancer care showed no difference in survival for women having a range of routine investigation (Rosselli Del Turco et al., 1994). Most recurrences of breast cancer are detected by the women themselves between the time intervals of hospital appointments (Holli & Hakama, 1989, Grunfield et al., 1996). Studies of breast cancer have found few links between detection and the extent of clinical follow-up. Claims that early detection, through regular clinic visits, improves health related quality of life have been discounted in breast cancer (GIVIO, 1994). However careful surveillance in colorectal cancer has led to survival benefits for patients (Benson et al., 2000) leading to the development of clinical guidelines (Bruinvels et al., 1994). In gynaecological cancer few formal guidelines exist for surveillance and different models have not been tested. Evaluation of the efficacy of the different investigations such as serum markers CA-125, physical examination and radiologic imaging has not been conducted (Vaidya & Curtin, 2003). An important lesson from these studies is that not all cancers are the same and therefore the transferability of models of follow-up care across different patient groups needs to be viewed with caution. It is important to assess each disease based on its specific characteristics such as prognosis, treatment effects, anticipated outcomes and the skills required to provide high quality care. 

Nurse-led care

The role of the nurses in follow-up is arousing considerable interest. Nurse specialists have been shown to benefit patients in a variety of settings (Corner, 2003). Cox and Wilson’s recent (2003) review of the literature of clinical care given by nurse led services found that specialist nursing provided more health promotion than doctors, increased satisfaction with care, and was cost-effective providing a different model of service provision. 

In a number of studies, nurses have replaced doctors in providing care or a particular health care service for patients. These are referred to as nurse practitioner roles and have been evaluated for their relative efficacy compared with conventional medical care, and for their impact on medical costs. Brooten et al. (1986) evaluated the safety, efficacy and cost savings of a specialist nursing home care service for very low birth weight babies. It was possible to discharge babies earlier from hospital with no adverse effects. Follow-up care provided by a specialist nurse was judged to be safe, because it did not increase the number of re-hospitalisations or acute care visits. Measures of physical growth and development were also not impaired. The cost of care in the intervention group was 27% less than in the control group. Naylor (1990) also evaluated the cost-effectiveness of including a specialist nurse in discharge planning for the elderly. The nursing intervention included comprehensive assessment, discharge planning, telephone support, and follow-up after discharge. Length of stay in hospital was similar in both groups, but following discharge, those in the intervention group had significantly fewer re-hospitalisations and this was more cost-effective than conventional care.

James et al. (1994) evaluated a nurse based follow-up system for patients during radiotherapy and a nurse phone clinic. The system was effective in identifying medical problems. As a result the medical outpatient workload was estimated to decrease by 30%. Dodwell et al. (1997) set up a nurse specialist clinic to replace the weekly medical follow-up clinics. This was evaluated over 6 months by interviewing the staff involved, and records of care were compared. The nurse-led clinic placed more emphasis upon psychosocial interventions and had more referrals compared to other supportive care services. Appointments for the nurse clinic lasted longer. Wider benefits of the nurse specialist care were considered to be greater interdisciplinary communication and continuity of care for patients.

Although interventions such as counselling, telephone clinics, or nurse specialist care have shown to improve outcomes these are often looked at in isolation (Cox & Wilson, 2003). The impact of these different interventions on the severity of symptoms and anxiety is still unclear and exploring the interaction between interventions may be of value in improving outcomes. Following gynaecological cancer women often feel that their psychological needs are not being meet by health care professionals (Howell et al., 2003). Surveillance programmes focus on physical problems and disease recurrence assessment, however studies have identified that women have lasting psychological sequelae and want support and counselling following cessation of treatment (Wenzel et al., 2002).  What therefore should be questioned is the value of the underlying service model. Few nursing interventions have been evaluated in practice and our knowledge of the best ways to support women post gynaecological treatment is clearly limited. This project seeks to address some of these issues and explore both the processes of this change in clinical care as well as the impact on patients.

Plan of investigation

We propose a quasi-experimental design with 3 phases of service development. The first identifies the nature of problems experienced by women with ovarian and endometrial cancer presenting during their follow-up period and maps the processes of the clinic. This includes auditing patient pathways, including referral and existing clinic processes. Phase 2 is the implementation of an alternative model of follow-up with nurse-led telephone contact, minimal hospital attendance and nurse-led clinics. Phase 3 is a repeat of the mapping outpatient process with evaluation of women’s experiences and support needs in this new model of care, plus recording of the process of follow-up within a nurse-led model.

Research questions

· What impact would follow-up changes have on new patient gynaecological referrals?

· What are the needs of women who access care following ovarian cancer treatment?

· What are women’s experiences and satisfaction with care within different models of service provision: comparing nurse-led care with traditional outpatient provision.

· What resources are employed in the delivery of the existing outpatient service compared to that provided by nurse-led care and what are the average costs of service provision?

An integral part of the study will be the completion of a literature review of the available evidence on gynaecological surveillance models and nurse-led care in cancer treatment.

Method

Two separate data gathering exercises will be required in order to answer the research questions.  In phase 1 we will collect data over a one-month, period prior to the change, to map existing gynaecological outpatient services. Introduce changes to the follow-up system for women who have completed treatment in phase 2 and then following a ten month period of nurse led implementation we will repeat data collection and map follow-up services once again over a one-month period.

The following methods for data collection will be conducted at phase 1 and 3:

a) Characteristics of consecutive attendees at gynaecological clinics over one month, to establish patterns of care delivery.
· Data on source and reason for women’s referral to St Luke’s, and type of previous clinic appointment, treatment and time from GP referral to specialist gynaecological appointment.

· Data on follow-up tests performed, referrals and any symptom management recommended

· Data on women’s age, postcode, ethnicity, stage of ovarian or endometrial cancer, type of treatment, and frequency of outpatient attendance over the last four years

b) Women’s experiences of gynaecological follow up services

· Quality of life questionnaire FACT-O with inclusion of ovarian specific module

· Satisfaction and experience with follow-up questionnaire

c) Cost utilisation of gynaecological clinics 

· Data on length of time of appointment, time from arrival, time to being called into clinic

· Level of and costs of the physician/ nurse

· Main outcomes in relation to treatment or investigations

· Number of women recorded as non-attendance

The changes to the follow-up process will be through the provision of nurse specialist support and removal of follow-up patients from routine hospital clinic appointments. This will provide more clinic appointments for women who are newly diagnosed.  The nurse specialist will replace the physician in routine clinical appointments for those who have completed treatment. This will be through regular telephone contact and intervention. Information and surveillance information will be provided before the end of chemotherapy and to those currently receiving surveillance to prepare women for this change in service. Funding is requested for the provision of additional nursing support to replace elements of the nurse specialist’s role to allow her time for this medical work plus data collection resources. The focus of nurse intervention will be on patient centred information, prompt symptom management, psychological support and easy access back into medical care. Training and clinical supervision will be provided as part of this project for the nurse specialist.

Major milestones

This project will take 12 months to complete.

Months 1–2: Gain ethical approval and map existing gynaecological services  

Months 3: Data collection of patient experiences

Months 3-4 Development of nurse led service model.

Month 5: Data analysis of phase 1

Months 4-8: Implementation of nurse led follow-up 

Months 9:Audit and mapping of changed services

Months 10: Questionnaires to women and record telephone appointments

Month 11-12: Analysis of phase 3 data and writing of report

	Task completed by 

end of:


	Jan

2004
	March
	May


	July
	Sept
	Nov
	Dec
	Jan

2005
	March

	Audit of services for women with ovarian cancer
	
	X
	
	
	
	
	
	X
	

	Recruitment to project
	
	X
	X
	X
	X
	X
	X
	
	

	Questionnaires to women 
	
	
	X
	X
	X
	X
	X
	
	

	Cost assessment
	
	X
	
	
	
	
	
	X
	

	Implementation
	
	
	X
	X
	X
	X
	X
	X
	

	Staff training 
	
	
	X
	
	
	
	
	
	

	Ethics approval
	
	X
	
	
	
	
	
	
	

	Review of the literature
	X
	
	
	
	
	
	
	
	X

	Data entry
	
	
	
	X
	
	
	
	
	X

	Interim report
	
	
	
	
	
	X
	
	
	

	Final Report
	
	
	
	
	
	
	
	
	X

	Dissemination
	
	
	
	
	
	
	
	
	X


Figure 1 Major project milestones

Analysis

Data will be entered into the latest version of SPSS and verified. Summary statistics will be derived for all variables. Comparative statistical tests such as chi-squared, t-test and Mann- Whitney U test will be used as appropriate to explore differences between the characteristics of the two service models.

Output and dissemination

The findings of the research will be written up as a final report and as a paper for a leading peer-reviewed journal.  It is intended that the analysis will create a context in which further service development can be formulated.  We would aim to use dissemination initiatives to consolidate contacts with other clinicians, both in the UK and abroad.

Project team and management  (see page 1 for details)

The project team includes experienced practitioners and researchers from St Luke’s Cancer Centre and the University of Surrey, with established records in cancer or health services research.  The team will meet at least once a month to review progress.  Members of the Advisory Group will be invited to team meetings and will be formally consulted at strategic points in the project.  The team will hire research assistance to help collect data from St Luke’s and for the economic analysis and for data entry.

Resources required

The project proposes to support a specialist nurse, for 12 months (part-time) to provide substitution funding for Toms @ £19,643. Academic support is required from Faithfull (EIHMS)): 12 @ £241.56 / day = £2,899 and Gage (economics and health services) 8 @ £241.56 / day = £1,933 and Knibb (economist) 4 @ £144.90/ day = £580. The university will provide statistical advice and analysis. The project will hire a researcher part time: (part time -15%)  @ £3,638. Administrative expenses are estimated @ £150, and will be required for a telephone line, printing and stationery. Support costs for the research are at 40% £3,620.Total: £32,461

Time will also be allocated to the project by established staff in RSCH, and St Lukes: Thomas (2days).

Approval of institutional ethics committee

Ethical approval has been received from the South west Local Research ethics Committee number EC18/04
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