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Introduction

Background
Gynaecological cancers are a relatively uncommon and diverse group of cancers. They include malignancies anywhere in a woman’s reproductive system or genital area; namely ovarian and fallopian tube, cervical, vaginal, vulval and uterine malignancies. Other tumours arising in the female genital tract have variable malignant behaviour (eg, primary epithelial tumours arising in the female peritoneum; persistent gestational trophoblastic neoplasia; borderline epithelial ovarian tumours; and stromal tumours of uncertain malignant potential arising in the female genital tract). Gynaecological cancers make up approximately 10 percent of all cancer cases and 10 percent of all cancer deaths in New Zealand women. They affect about 915 New Zealand women a year (987 women in 2008). Endometrial (sometimes referred to as uterine) cancer is the most common gynaecological cancer in New Zealand, followed by ovarian and cervical cancers. In 2007 there were 402 deaths due to gynaecological cancer, as follows:

· 65 cervical
· 81 endometrial

· 199 ovarian

· 57 other (Ministry of Health 2010a).
The standards in this document apply to all women in New Zealand with gynaecological cancer, regardless of age, domicile, ethnic and socioeconomic group or district health board (DHB) of residence.
It is recognised that there are inequities of outcomes and access to treatment for New Zealand women with gynaecological cancer.

Gynaecological cancer services in New Zealand have developed regionally according to local conditions and circumstances, rather than being centrally organised according to evidence-based best practice. Specialised gynaecological cancer services are essential for New Zealand women and their families, but are small and vulnerable. A national approach to service provision will ensure equity of access and sustainability of quality services.
Objective
Tumour standards are being developed as a part of the Ministry of Health’s ‘Faster Cancer Treatment’ (FCT) programme’s approach to ensuring timely clinical care for patients with cancer. When used as a quality improvement tool, the standards will promote nationally coordinated and consistent standards of service provision across New Zealand. They aim to ensure efficient and sustainable best-practice management of tumours, with a focus on equity.
The standards will be the same for all ethnic groups. However, we expect that in implementing the standards DHBs may need to tailor their efforts to meet the specific needs of populations with comparatively poorer health outcomes, such as Māori and Pacific people.

The first tumour-specific national standards developed were the Standards of Service Provision for Lung Cancer Patients in New Zealand (National Lung Cancer Working Group 2011); these standards have already made improvements to service delivery and clinical practice.

Subsequently provisional standards have been developed for ten additional tumour types: bowel, breast, gynaecological, lymphoma, melanoma, myeloma, head and neck, sarcoma, thyroid and upper gastrointestinal.

How the gynaecological cancer tumour standards were developed
A skilled working group representing key specialties and interests across the gynaecological cancer pathway of care developed the standards. The group was chaired by a lead clinician and had access to expert advisors in key content areas, including from the Southern Cancer Network Māori Leadership Group.
In the development of these standards, existing evidence-based standards, clinical guidelines and patient pathways were referred to; where no clear evidence was available, expert opinion was obtained through the National Gynaecological Cancer Tumour Standards Working Group and its advisors.
The Ministry of Health required the tumour stream work group to:

Maintain a focus on achieving equity and whānau ora when developing service standards, patient pathways and service frameworks by ensuring an alignment with the Reducing Inequalities in Health Framework and its principles (Ministry of Health 2002).
Equity and Whānau Ora
Health inequities or health disparities are avoidable, unnecessary and unjust differences in the health of groups of people. In New Zealand, ethnic identity is an important dimension of health disparities. Cancer is a significant health concern for Māori and has a major and disproportionate impact on Māori communities (Signal et al 2008).

Māori and Pacific Island women have higher incidences of and mortality from endometrial and cervical cancers (Robson and Harris 2007; Harris et al 2012; McLeod et al 2011). Specific evidence shows that Māori women have poorer access to quality health care, and their survival rates tend to be worse (Hill et al 2013; Soeberg et al 2012). In addition, other medical conditions may impact on treatments and the outcome of treatments.
Table 1: Relative incidence and mortality for endometrial and cervical cancer, by ethnicity, 2000–2004
	Cancer site
	Registrations
	Deaths

	
	Number
	Rate
	Number
	Rate

	
	Māori
	Non-Māori
	Māori
	Non-Māori
	Māori
	Non-Māori
	Māori
	Non-Māori

	Endometrial
	169
	1400
	10.5
	6.7
	47
	368
	2.9
	1.3

	Cervix
	174
	731
	10.9
	5.8
	65
	258
	4.0
	1.3


Note: Table adapted from Robson and Harris 2007. Rates are calculated per 100,000, age‑standardised to the 2001 Māori population.

Barriers to health care are recognised as multidimensional, and include health system and health care factors (eg, institutional values, workforce composition, service configuration and location), as well as patient factors (eg, socioeconomic position, transportation and patient values). Addressing these factors requires a population health approach that takes into account all the influences on health and how they can be tackled to improve health outcomes.
Health literacy has been recognised as a prohibitor to engagement by at-risk patients and their families/whānau. Health literacy is a key component to clinical best practice and improved clinical outcomes for Māori (Ministry of Health 2010c).

In order to improve outcomes, research should continue to identify causes of and solutions to inequity.
Beyond humanitarian and ethical considerations, our obligations to the Treaty of Waitangi require that optimal heath care be made accessible to both Māori and non-Māori women. In order to meet Māori needs and reduce inequalities, cancer care services need to be focused on Māori priorities. This may involve the reorientation of existing services and the development of new services or initiatives, as well as strengthening the role of effective service delivery models (Ministry of Health 2002). All staff responsible for engagement with patients and their families/whānau should undertake and complete Treaty of Waitangi, tikanga and cultural competency training.
In terms of the health of Pacific Island women, Ala Mo’ui: Pathways to Pacific Health and Wellbeing 2010–2014 (Minister of Health and Minister of Pacific Island Affairs 2010) sets out the priority outcomes and actions needed to improve outcomes for Pacific people, families and communities.

District health boards and service providers, including gynaecological cancer treatment centres
 and gynaecological cancer treatment units, should continue to engage with non-governmental organisations, consumer networks and representatives, and Māori, Pacific and Asian and other groups, to ensure that services are equally accessible and acceptable to all groups.
These standards recognise the difficulties caused by inequities, and a major focus is ensuring equity of access for all women. Due to a number of factors, not all women in New Zealand have equal access to treatments or outcomes from gynaecological cancers. One way of improving outcomes is to ensure that all women have equal access to expert medical and supportive care, regardless of ethnicity, where they live or their socioeconomic status.
To achieve optimal outcomes and quality of life, it is important to ensure women have appropriate access to health care professionals and the extended allied health care team who have detailed knowledge of gynaecological cancers.
Whānau Ora

A Whānau Ora approach to health care recognises the interdependence of people; health and wellbeing are influenced and affected by the ‘collective’ as well as the individual. It is important to work with people in their social contexts and not just with their physical symptoms.
The outcome of the Whānau Ora approach in health will be improved health outcomes for whānau through quality services that are integrated (across social sectors and within health), responsive and patient/family/whānau-centred.
These standards will address equity for Māori patients with gynaecological cancer in the following ways.
· The standards focus on improving access to diagnosis and treatment for all patients, including Māori and Pacific.
· Ethnicity data will be collected on all access measures and the FCT indicators, and will be used to identify and address disparities.

· A did-not-attend (DNA) reduction strategy and follow-up policy will be equity-focused.

· Information developed or provided to patients and their family will meet Ministry of Health guidelines (Ministry of Health 2012e).

· Māori and Pacific women will be linked to Māori and Pacific nurse coordinators or providers where possible.
Summary of the clinical standards for the management of gynaecological cancer services
Institutional requirements and definitions

To meet the standards, a coordinated approach to secondary and tertiary referral of patients is required. In addition, hospitals providing care for women with gynaecological cancer need to be adequately equipped and staffed to do so.

For the purposes of this document, the following definitions of gynaecological cancer treatment centres and gynaecological cancer treatment units are used, as per the United Kingdom framework (Expert Advisory Group on Cancer to the Chief Medical Officers of England and Wales 1995).
Gynaecological cancer treatment centres provide a comprehensive range of treatments for women with gynaecological cancer. Their functions include:

· providing specialist surgery by a gynaecological oncologist

· hosting the regional multidisciplinary team (MDT)

· convening and coordinating multidisciplinary meetings (MDMs) and ensuring all women in the region have timely access to the MDM

· referring patients whose surgical treatment can be appropriately provided at local level back to their local surgeon

· providing consultation and liaison services to secondary and sub-regional centres

· ensuring regional information flows and patient pathways are in place and understood by key stakeholders.

Gynaecological cancer treatment units are provided within every secondary care hospital. Their functions include:

· providing timely, comprehensive information and referral to the regional multidisciplinary conference

· providing 24/7 local gynaecology assessment and treatment services, including surgical treatment of cancers by appropriately credentialled surgeons on advice from the MDM

· providing consultation and liaison services to primary care providers.
A comprehensive gynaecological cancer treatment centre should have the following staff:
· resident gynaecological oncologists

· medical oncologists with a special interest in gynaecological malignancy
· radiation oncologists with a special interest in gynaecological malignancy and expertise in brachytherapy

· pathologists and radiologists with a special interest in gynaecological malignancy
· gynaecological oncology clinical nurse specialists

· palliative care specialists

· psychologists

· fertility services

· kaiāwhina (Māori support workers)

· allied health professionals, including social workers, physiotherapists, occupational therapists, dieticians, specialist lymphoedema treatment providers and counsellors, including sexual counsellors.
It should have the following facilities:
· dedicated inpatient gynaecological oncology beds
· access to external beam therapy and brachytherapy

· systemic therapy treatment facilities (inpatient and outpatient)

· tertiary-level intensive care

· tertiary-level diagnostic and interventional radiology

· support from other tertiary-level surgical and medical services.
Gynaecological cancer treatment ‘units’ within hospitals may offer a variety of treatments for women with gynaecological cancer without being a comprehensive service. All should have a lead medical clinician for gynaecological oncology and a nurse with specialist knowledge of gynaecological cancer care. These staff should be responsible for coordinating MDM referral and patient care with the tertiary centre.

Comprehensive gynaecological cancer treatment centres should play a key role in service provision, care coordination and support for gynaecological cancer treatment units.
Key to these standards is the multidisciplinary review for all women with gynaecological cancer. MDM review is time–consuming, and lacks formal recognition for funding purposes. This has a particular impact on administrative, pathology and radiology resources. This discrepancy needs to be addressed; it is essential that MDM resources are used efficiently.

In order to sustain a high quality service it is important that the following issues are addressed.

· To ensure equitable access to specialist services, gynaecological cancer treatment centres that offer a comprehensive range of treatments for gynaecological cancer are accredited by an external process.
· For the sustainability of the comprehensive gynaecological cancer treatment centre, core staff expertise is duplicated and succession planning is addressed.

· Training fellowship posts are established to ensure workforce sustainability in core disciplines.

· Gynaecological cancer treatment centres work collaboratively (comparing outcome data and agreeing on treatment protocols) to ensure that similar standards of care exist in different regions.

Format of the standards

Each cluster of standards has a title that summarises the step of the patient journey or the area on which the standards are focused. This is followed by the standard itself, which explains the level of performance to be achieved. The rationale section explains why the standard is considered to be important.
Attached to the clusters of standards are good practice points. Good practice points are either supported by the international literature, the opinion of the National Gynaecological Cancer Working Group or the consensus of feedback from consultation with New Zealand clinicians involved in providing care to patients with gynaecological cancer. Also attached to each cluster are the requirements for monitoring the individual standards.

Standards of service provision pathway
The gynaecological cancer standards are reflected in the following pathway.

 SHAPE  \* MERGEFORMAT 



Summary of standards
The standards for the management of gynaecological cancer have been divided into nine clusters:

1
timely access to services

2
referral and communication
3
investigation, diagnosis and staging
4
multidisciplinary care

5
supportive care

6
care coordination

7
treatment

8
follow-up and surveillance

9
clinical performance monitoring and research.
There are no standards in this document that relate to prevention or screening. This does not diminish the importance of prevention and early diagnosis of gynaecological cancers; population-based preventive intervention is of the utmost importance. The National Gynaecological Cancer Tumour Standards Working Group endorses effective population-based interventions that reduce smoking rates, reduce obesity rates, reduce socioeconomic inequalities, improve access to primary health care, improve health literacy and encourage healthy living – thereby reducing the incidence and impact of gynaecological cancers.
The National Gynaecological Cancer Tumour Standards Working Group recognises the enormous importance and success of the National Cervical Screening Programme (NCSP) in the prevention of cervical cancer through the identification and treatment of premalignant conditions, and endorses the NCSP’s policies, standards and guidelines.

The National Gynaecological Cancer Tumour Standards Working Group also recognises the potential for a reduction in mortality and morbidity related to cervical cancer and other human papilloma virus-related conditions through the vaccination of young women, and supports the national vaccination programme.

Although risk factors and protective factors have been identified for gynaecological cancers, there is no strong evidence on effective prevention. There are currently no effective screening tools available for gynaecological cancers aside from cervical cancer.
In general terms, early diagnosis of gynaecological cancers should be facilitated through the education of health practitioners and patients in the symptoms and signs of gynaecological cancers and widespread recognition of premalignant conditions of the genital tract. The National Gynaecological Cancer Tumour Standards Working Group supports the development of evidence-based information on this subject.
Early referral of patients with a high suspicion of gynaecological cancer and identification of individuals with a genetic predisposition to gynaecological cancer are important, and are covered further in the document (see ‘Referral and communication’).

The standards are as follows.

Timely access to services

Standard 1: The following timeframes are met.

· Women referred urgently with a high suspicion of gynaecological cancer have their first specialist assessment (FSA) within 14 days.
· Women with a confirmed diagnosis of gynaecological cancer receive their first treatment within 31 days of the decision to treat.

· Women referred urgently with a high suspicion of gynaecological cancer receive their first cancer treatment within 62 days.
· Women needing radiotherapy or systemic therapy receive their first treatment within four weeks of the decision to treat.

Standard 2: Women with postmenopausal bleeding or clinical suspicion of a pelvic mass are offered an appointment for a pelvic ultrasound that falls within two weeks of the date of receipt of that referral.
Referral and communication
Standard 3: Women with suspected gynaecological cancers are referred to secondary or tertiary care following an agreed referral pathway.

Standard 4: Women are provided with verbal and written information and their general practitioners (GPs) with written information about their gynaecological cancer, diagnostic procedures, treatment options (including effectiveness and risks), final treatment plan and support services.

Standard 5: Communications between health care providers include the woman’s name, date of birth, national health index (NHI) number and contact details, and are ideally electronic.
Investigation, diagnosis and staging
Standard 6: Women with a new diagnosis of gynaecological malignancy are offered an appointment for radiological investigations required for treatment planning that falls within two weeks of the date of receipt of that referral.

Standard 7: Imaging investigations follow standardised imaging pathways agreed to by the New Zealand gynaecological cancer treatment centres.
Standard 8: Women with a provisional histological diagnosis of gynaecological cancer have their diagnosis reviewed and confirmed by a specialist gynaecological oncology pathologist affiliated to a gynaecological oncology MDM.

Standard 9: The histology of excised gynaecological cancer specimens is recorded in a synoptic format (where this format has been agreed).

Standard 10: Women with gynaecological cancer are staged according to the International Federation of Gynaecology and Obstetrics (FIGO) staging classification.
Multidisciplinary care

Standard 11: All women with gynaecological cancer, borderline ovarian tumours or gestational trophoblastic neoplasia have their treatment plan discussed at an MDM; recommendations are clearly documented in the woman’s medical records and communicated to the woman and her GP.

Standard 12: The MDM discussion takes place within 14 days of referral (provided referral criteria are met).

Supportive care

Standard 13: Women with gynaecological cancer and their family/whānau have equitable and coordinated access to appropriate medical, allied health and supportive care services, in accordance with Guidance for Improving Supportive Care for Adults with Cancer in New Zealand (Ministry of Health 2010b).

Standard 14: Formal (validated) psychosocial assessments are undertaken at key points of women’s cancer journeys.

Care coordination

Standard 15: Women with a diagnosis of gynaecological cancer have contact with their gynaecological cancer clinical nurse specialist or other health professional who will help coordinate her care within seven days of receipt of their diagnosis.

Treatment

Standard 16: Where appropriate, women with a gynaecological cancer have access to treatment at an appropriately staffed gynaecological cancer treatment centre.
Standard 17: Women requiring radical surgery for the following conditions:
· ovarian cancer or a high clinical suspicion of ovarian cancer (risk of malignancy index (RMI) >200)
· cervical cancer

· vulval cancer

are operated on by a gynaecological oncologist or a specifically credentialled gynaecological surgeon operating in a comprehensive gynaecological cancer treatment centre.

Standard 18: Women requiring radiotherapy with curative intent for cervical cancer receive it in or in conjunction with a gynaecological cancer treatment centre.

Standard 19: Women with a molar pregnancy or gestational trophoblastic neoplasia (GTN) receive careful follow-up care from a designated practitioner or service in accordance with a well-documented protocol.

Standard 20: Women are offered early access to palliative care services when there are complex symptom control issues, when curative treatment cannot be offered or if curative treatment is declined.

Follow-up and surveillance
Standard 21: Follow-up plans include clinical review by appropriate members of the MDT, working in conjunction with the woman, their family/whānau, their GP and where appropriate the referring gynaecologist.

Clinical performance monitoring and research

Standard 22: Data relating to gynaecological cancer beyond the fields required by the Cancer Registry, including treatment data, are reported to existing (and planned) national repositories using nationally agreed dataset fields.

Standard 23: To ensure an ongoing equity focus, all outcome data and standards monitoring are reported by ethnicity and domicile.

Standard 24: Women and their family/whānau have access to tumour-specific outcome data reported from comprehensive gynaecological cancer treatment centres.
Standard 25: Women who are treated at comprehensive gynaecological cancer treatment centres have access to relevant (selected) multi-centre clinical trials.

1
Timely Access to Services
	Standard 1
	The following timeframes are met.

· Women referred urgently with a high suspicion of gynaecological cancer
 have their FSA within 14 days.

· Women with a confirmed diagnosis of gynaecological cancer receive their first cancer treatment within 31 days of the decision to treat.
· Women referred urgently with a high suspicion of gynaecological cancer receive their first cancer treatment within 62 days.
· Women needing radiotherapy or systemic therapy receive their first treatment within four weeks of the decision to treat.

	Standard 2
	Women with postmenopausal bleeding or clinical suspicion of a pelvic mass are offered an appointment for a pelvic ultrasound that falls within two weeks of the date of receipt of that referral.


Rationale

Timely access to quality cancer management is important to support good health outcomes for women with a gynaecological cancer. Long waiting times can result in delayed symptom management, and may affect local control and survival for some cancer patients.

A suspicion of cancer or cancer diagnosis is very stressful for patients and family/whānau. It is important that patients and family/whānau have a clear expectation about how quickly patients can receive treatment.
The standards in this cluster ensure that:

· patients receive appropriate clinical care within a reasonable timeframe
· patients experience well-coordinated service delivery

· delays are minimised.
There is evidence that Māori patients wait longer for cancer care than non-Māori (Hill et al 2010). Timed patients pathways help ensure all patients, regardless of ethnicity, receive timely care.
Shorter waits for cancer treatments is a government health target. The FCT indicators (Ministry of Health 2012b) adopt a timed patient pathway approach across surgical and non-surgical cancer treatment, and apply to inpatients, outpatients and day patients.
While the FCT waiting times are suitable timeframes for the majority of patients, waiting times for patients with significant symptomatology or rapidly growing tumours should be shorter.
Gynaecological cancers have a variety of presentations and symptoms; some are tumour-specific and some are not. For further information see Expert Advisory Group on Cancer to the Chief Medical Officers of England and Wales 1995; National Breast Cancer Centre, Incorporating the Ovarian Cancer Program 2004; NICE 2010; Scottish Cancer Group and NICE 2002; Buys et al 2011; Cancer Australia 2012; NCSP 2008; Jones et al 2008; Neill et al 2010.

Good practice points
1.1
DHBs establish pathways to ensure prompt referral and diagnosis for women with postmenopausal bleeding (Canterbury District Health Board 2009).
1.2
A differential diagnosis of gynaecological cancer is considered in all women with any abnormal vaginal bleeding, unexplained vaginal discharge, pelvic pain, urinary frequency or retention, abdominal bloating, change in bowel habit, vulval pain or itching.

1.3
All women with suspicious symptoms undergo vulval, pelvic and speculum examinations by a primary health practitioner with experience of gynaecological examinations.
1.4
Women with abnormal menstrual bleeding are managed as per the Guidelines for the Management of Heavy Menstrual Bleeding (NZGG 1998) or a similar locally developed pathway.

1.5
Pipelle biopsy is considered for women with abnormal vaginal bleeding, as it may expedite the diagnosis of endometrial cancer.
1.6
A cervical or vaginal smear may assist with the diagnosis of gynaecological malignancy, but a normal result does not exclude malignant disease.

1.7
An ultrasound scan is performed if a pelvic mass is suspected.

1.8
A CA125 is performed in all postmenopausal women with a complex ovarian mass, and an RMI calculated (Jacobs et al 1990; NICE 2010 (Appendix D); Society of Obstetricians and Gynaecologists of Canada 2008).

1.9
Women under 25 with a large complex mass have germ cell markers assayed (human chorionic gonadotrophin (HCG) and alpha feto protein (AFP)).

1.10
An urgent gynaecological opinion is sought for women with an ultrasound diagnosis of a complex ovarian mass of between 5 cm and 8 cm.
1.11
Women with an undiagnosed macroscopic lesion consistent with vulval carcinoma, melanoma, premalignant disease or vulval dermatosis are reviewed by a gynaecologist and/or undergo a (diagnostic/incisional/punch) biopsy.
1.12
Women with vulval intraepithelial neoplasia (VIN) and lichen sclerosus are made aware of their increased risk of vulval cancer and undergo regular follow-up.

1.13
A gynaecologist’s opinion is sought urgently for women with persistent symptoms (over three months) of postmenopausal, inter-menstrual or post-coital bleeding; vaginal discharge; vulval irritation; pain; or itching, in the absence of prior high suspicion within four weeks (expert advice).
Monitoring requirements

	MR1A
	Record the percentage of women with a diagnosis of gynaecological cancer who presented with postmenopausal bleeding or clinical suspicion of ovarian mass and were offered an appointment for an ultrasound with a date within two weeks of the date of receipt of referral.

	MR1B
	Track FCT indicators.

	MR1C
	Collect and analyse ethnicity data on all access targets and indicators.


2
Referral and Communication

	Standard 3
	Women with suspected gynaecological cancers are referred to secondary or tertiary care following an agreed referral pathway.

	Standard 4
	Women are provided with verbal and written information and their GPs with written information about their gynaecological cancer, diagnostic procedures, treatment options (including effectiveness and risks), final treatment plan and support services.

	Standard 5
	Communications between health care providers include the woman’s name, date of birth, NHI number and contact details, and are ideally electronic.


Rationale

The purpose of the referral pathway is to ensure that all patients with suspected gynaecological cancer are referred to the most appropriate health care services, and that the referral includes appropriate information in a standardised form.
There should be rapid and effective two-way information flow between service providers transferring and sharing information on referral, diagnosis, treatment, follow-up and supportive/palliative care.
Good communication skills are fundamental to the development of an effective relationship between a patient and health practitioners.
Cancer treatments can have significant immediate and long-term implications for function and quality of life. Patients need to be made aware of these likely effects so that they can make decisions about or between treatments.
Good communication is likely to reduce anxiety, and increase patients’ trust and confidence in cancer care providers. This will increase the chance that they receive the treatment that is most appropriate for them. Good information may improve compliance with treatment, reduce complaints and enhance health outcomes.
Good practice points
2.1
All information developed for or provided to patients and their family/whānau is in plain language and meets guidelines set out in Rauemi Atawhai: A guide to developing health education resources in New Zealand (Ministry of Health 2012e).
2.2
Locally and regionally, systems are developed to ensure timely communication and referral between primary health practitioners, general gynaecology and gynaecological oncology, medical oncology, radiation oncology, pathology, medical imaging and palliative care services.
2.3
Gynaecological cancer services have a did-not-attend (DNA) reduction and follow-up policy that entails equity-focused quality assurance. The incidence of DNAs is monitored.
2.4
All communications between health care providers are electronic where possible.

Monitoring requirements

	MR2A
	Provide evidence of clear and accessible referral pathways.

	MR2B
	Audit the actual patient pathway through registration of referral, FSA, date of diagnosis and first cancer treatment.

	MR2C
	Audit correspondence between secondary/tertiary care and GPs.

	MR2D
	Provide evidence of culturally appropriate patient and family/whānau satisfaction surveys, and audit the complaints process.

	MR2E
	Audit documentation between health care providers.


3
Investigation, Diagnosis and Staging
	Standard 6
	Women with a new diagnosis of gynaecological malignancy are offered an appointment for radiological investigations required for treatment planning that falls within two weeks of the date of receipt of that referral.

	Standard 7
	Imaging investigations follow standardised imaging pathways agreed to by the New Zealand gynaecological cancer treatment centres.

	Standard 8
	Women with a provisional histological diagnosis of gynaecological cancer have their diagnosis reviewed and confirmed by a specialist gynaecological oncology pathologist
 affiliated to a gynaecological oncology MDM.

	Standard 9
	The histology of excised gynaecological oncology cancer specimens is recorded in a synoptic format (where this format has been agreed).


	Standard 10
	Women with gynaecological cancer are staged according to the FIGO staging classification.


Rationale

Radiological investigations
Radiological imaging is a key step in treatment planning for most women with gynaecological cancer.
Delay in receipt and review of radiological investigations is a significant cause of treatment delay. In order to comply with FCT timelines, important radiological investigations must be completed promptly.
Nationally agreed imaging pathways for the pre-treatment investigation of women with gynaecological cancer will optimise the efficient use of radiology resources, minimise delays and ensure equity of access to specialist imaging.
Review by a radiologist with experience in gynaecological imaging improves the quality of diagnosis and management.
Pathology review
The correct pathological diagnosis of gynaecological cancers is key to their management.
Gynaecological cancers encompass a large variety of uncommon and rare entities. Two factors serve to improve the accuracy of pathology reporting:

· review of pathology by an expert pathologist
· standardised reporting.
The Royal College of Pathologists of Australasia has developed structured reporting protocols for both endometrial and vulval cancer.
Reporting times for pathology investigations may have a significant impact on the patient pathway, and long waits for results may be stressful to patients. Accurate reporting is time-consuming but of the utmost importance; accuracy should not be sacrificed for the sake of expediency.

Due to the scarcity of expertise in gynaecology pathology, workforce development and planning is important. Currently pathologists tend to take a lead role based on their interest in gynaecological oncology, and become informally subspecialised.
Development of a subspecialty interest in gynaecological oncology usually requires overseas travel and attachment to specialist units.

Staging

FIGO staging is an internationally agreed system that incorporates pathological and clinical information. It is designed to allocate patients to prognostic groups so that outcomes can be compared. Staging should be discussed and documented at MDMs.

Good practice points
Radiological investigations
3.1
Radiological investigations may include:
· for all women: chest imaging and pelvic ultrasound
· for women with a high suspicion of ovarian cancer: a computed tomography (CT) scan

· for women with endometrial cancer: magnetic resonance imaging (MRI) and/or a CT scan

· for women with cervical or vaginal cancer: an MRI, a CT scan and/or a positron emission tomography (PET) scan

· for women with vulval cancer: a CT scan and/ or MRI.
3.2
Pre-treatment radiological investigations are reviewed by a radiologist with experience in gynaecological imaging as part of the MDM process.
Pathology review
3.3
Provisional or final pathology reports are communicated with the lead clinician within 10 working days of the specimen being taken.

3.4
Criteria for the credentialling of referral (special interest) gynaecology pathologists are developed.
Monitoring requirements

	MR3A
	Record the percentage of women with gynaecological cancer offered an appointment for treatment planning investigations that falls within two weeks of the date of receipt of referral to radiological investigation.

	MR3B
	Ensure that radiology departments demonstrate written evidence of standardised imaging protocols.

	MR3C
	Ensure that MDMs provide evidence of appropriate radiological imaging.

	MR3D
	Audit the number of patients who have had their pathology reviewed by a gynaecological pathologist regularly attending an MDM.

	MR3E
	Monitor the pathology department’s register of synoptic reports.

	MR3F
	Ensure that MDMs audit pathology reviews.

	MR3G
	Ensure that MDMs provide records of all patient staging.


4
Multidisciplinary Care
	Standard 11
	All women with gynaecological cancer, borderline ovarian tumours or gestational trophoblastic neoplasia have their treatment plan discussed at an MDM; recommendations are clearly documented in the woman’s medical records and communicated to the woman and her GP.

	Standard 12
	The MDM discussion takes place within 14 days of referral (provided referral criteria are met).


Rationale

The successful management of gynaecological cancers frequently involves the collaborative expertise of health professionals from a number of different disciplines.
Effective MDMs result in positive outcomes for patients. Benefits include improved treatment planning, better communication between care providers, and enhanced continuity of care and coordination of services, resulting in improved equality of outcomes for patients with cancer. MDM discussion of all cases is the best way to ensure all women with gynaecological cancer have access to appropriate evidence-based treatments that will improve their outcomes.
Review of women’s cases at an MDM often modifies a management recommendation; therefore, it is appropriate that this take place before any definitive treatment. In many cases, it is necessary to discuss a patient twice (before and after surgical treatment).
In order to be effective, MDMs need to be part of a comprehensive gynaecological cancer service. Key areas from which input is required for discussion of the management of patients with gynaecological cancer include pathology, radiology, gynaecological oncology, medical oncology, radiation oncology and nursing with specific understanding of women with gynaecological cancer and knowledge of their medical comorbidities and psychosocial circumstances.
It is crucial that the conduct of the MDM is formalised, to ensure valid discussion and accurate documenting of the outcome of the meeting.

Good practice points

4.1
A comprehensively staffed gynaecological MDM includes, at minimum: a gynaecological oncologist, a medical oncologist, a radiation oncologist, a radiologist, a clinical nurse specialist or care coordinator and a pathologist, all of whom regularly attend gynaecological cancer MDMs. The referring clinician or delegated deputy is also present, and there is an adequately resourced dedicated MDM coordinator/data manager.

4.2
Discussion at the MDM includes:

· review of pathology by a pathologist with a special interest in gynaecological pathology, who regularly attends the gynaecological oncology MDM

· documentation of treatment recommendations agreed by the MDM participants
· formal allocation and documentation of staging, as per the FIGO system
· Documentation of MDM proceedings is collected and made available as part of a woman’s medical record.
4.3
Criteria and information requirements for referral to regional MDMs are developed and agreed nationally.

4.4
For women with gynaecological cancer or a high clinical suspicion of ovarian cancer, MDM review occurs prior to definitive management (unless acute illness requires immediate intervention) and after surgery, to plan post-operative treatment.

4.5
Women are informed about MDM recommendations by an identified clinical team member. Following consultation with members of the treating team, women make the final decision about their treatment and care plan.

4.6
Review at MDM is considered for women with gynaecological cancer who have recurrent disease.
4.7
Options for fertility preservation are discussed with all women of childbearing age prior to definitive management.

4.8
Discussion between paediatric and gynaecological oncology MDMs is appropriate for women under the age of 20 with gynaecological tumours.

4.9
Discussion between MDMs is appropriate in cases of gynaecological melanoma, sarcoma and haematological tumours.
4.10
To ensure sustainability and contingency for absence, multiple team members from single specialty groups attend the MDM regularly.

4.11
The MDM takes a regional team approach to use and foster regional expertise in gynaecological pathology and radiology services.

4.12
Protocols for expedited MDM review are agreed nationally.

4.13
MDM protocols are consistent with Ministry of Health guidance for implementing quality MDMs (Ministry of Health 2012c).
Monitoring requirements

	MR4A
	Record the percentage of women with gynaecological cancer discussed at an MDM within 14 days of referral to that MDM (against Cancer Registry figures).

	MR4B
	Ensure that MDMs audit patients registered at the MDM.

	MR4C
	Ensure that MDMs audit treatment recommendations and the detail of following communications.


5
Supportive Care

	Standard 13
	Women with gynaecological cancer and their family/whānau have equitable and coordinated access to appropriate medical, allied health and supportive care services, in accordance with Guidance for Improving Supportive Care for Adults with Cancer in New Zealand (Ministry of Health 2010b).

	Standard 14
	Formal (validated) psychosocial assessments are undertaken at key points of women’s cancer journeys.


Rationale

Supportive care and rehabilitation services for women with gynaecological cancer include the essential services required to meet a women’s physical, social, cultural, emotional, nutritional, informational, psychological, spiritual and practical needs throughout their experience with cancer, according to Guidance for Improving Supportive Care for Adults with Cancer in New Zealand (Ministry of Health 2010b).

Gynaecological cancers and their treatments present particular challenges for women and their family/whānau, including but not restricted to psychosexual issues, fertility issues, gynaecological endocrine management and lymphoedema. For further information, see Western Australia Cancer & Palliative Care Network 2009; Ministry of Health 2006; Breslau et al 2010 and the National Standards for Supportive Care developed by Psychosocial Oncology New Zealand and the Cancer Society as part of the development of tumour stream standards (2013).
To accommodate the specific needs of women with gynaecological cancer and their families, access to the following allied health professionals is essential:

· psycho-oncology services (social work and counselling, including psychosexual counselling)

· occupational therapy

· physiotherapy

· specialist lymphoedema services

· gynaecological endocrine advice
· fertility services.

Non-governmental organisations, including the Cancer Society, also perform an important role in providing supportive care.
Good practice points

5.1
Health professionals are trained on the use of assessment tools for distress within their scope of practice.
5.2
A structured and timely referral process is used to refer women to appropriately skilled professionals within the hospital and the allied health community who can address their specific needs.
5.3
All women with a gynaecological cancer are treated in a manner that is individualised and respectful in the context of their cultural, spiritual and ethical beliefs.

5.4
All Māori women and their family/whānau are offered an opportunity to access Whānau Ora assessments and cultural support services.

5.5
Women with gynaecological cancer and their families are referred to culturally appropriate support services.
5.6
Clinical and supportive care information, written and verbal, is provided in language that is clear, accurate and unbiased, and respectful of women’s cultural, spiritual and ethical beliefs.
5.7
Referral to adolescent and young adult cancer services is appropriate for women under the age of 25.
5.8
Up-to-date supportive care services directories are accessible by all staff and people affected by cancer.
5.9
Equitable access to information on the National Travel Assistance Scheme and accommodation providers within each region is readily available to patients who need it.
Monitoring requirements

	MR5A
	Record the percentage of women with gynaecological cancer who:
· have been assessed with a validated psychosocial assessment tool

· have received appropriate psychosocial support based on the assessment.

	MR5B
	Record the percentage of women with gynaecological cancer able to access publicly funded referral to extended allied health services.

	MR5C
	Record the percentage of services that undertake regular patient satisfaction surveys.


6
Care Coordination
	Standard 15
	Women with a diagnosis of gynaecological cancer have contact with their gynaecological cancer clinical nurse specialist or other health professional who will help coordinate her care within seven days of receipt of their diagnosis.


Rationale

The cancer journey is complex, and it is not uncommon for a patient to be seen by many specialists within and across multiple DHBs and across the public and private sectors.
‘Care coordination’ refers to a system or a role that aims to:
· provide continuity of care for women with gynaecological cancer throughout their journey: referral, diagnosis, treatment, post-treatment, palliation and terminal care
· improve the experience of women with gynaecological cancer or suspected gynaecological cancer and their family/whānau

· improve overall access and timeliness of access to diagnostic and treatment services for women with gynaecological cancer.
Gynaecological cancer clinical nurse specialists/care coordinators have an in-depth knowledge of the gynaecological cancer care pathway, and can act as an advocate for women, facilitating the coordination of the diagnostic and treatment pathway, providing continuity and ensuring equitable access.
Gynaecological cancer clinical nurse specialists are an essential part of the MDT within a comprehensive gynaecological cancer treatment centre. Their key responsibilities include:

· early identification and assessment of women with the greatest need of support
· provision of information, support and expert nursing care throughout the cancer continuum
· management of treatment side-effects, including psychosexual issues

· care coordination

· ensuring best-practice nursing service provision and continuous quality improvement through research and quality initiatives

· provision of specialist expertise and availability as a resource to care coordinators, nurses, GPs and other health professionals

· collaboration with other health professionals to improve outcomes for women.

Good practice points

6.1
Women, their GPs and other health care providers are given the name of a particular clinical nurse specialist or care coordinator, who becomes a single point of contact for that woman and their family/whānau throughout their cancer journey. In some instances, such as during long-term follow up, this role may be undertaken by other staff; for example, a primary care team member, as appropriate (NICE 2004).

6.2
When patients transfer between regional areas and local services, discharge planning is comprehensive.
6.3
Care coordinators link Māori and Pacific women and those from other cultural groups to culturally specific cancer support services (Cumming 2008).
6.4
Services develop strategies to ensure coordination of care.
6.5
Care coordination is included in all health professionals’ practice.

6.6
Lead clinicians in gynaecological cancer treatment units and comprehensive gynaecological cancer treatment centres develop a structure for liaison to ensure seamless care coordination.
Monitoring
	MR6A
	Record the percentage of women with gynaecological cancer who receive contact with their care coordinator or cancer nurse specialist within seven days of receipt of their diagnosis.

	MR6B
	Ensure that MDMs provide records of identified care coordinators.

	MR6C
	Audit database records and clinical notes of contact points between care coordinators and women.

	MR6D
	Provide evidence of culturally appropriate patient and family/whānau satisfaction surveys, and audit the complaints process.


7
Treatment
	Standard 16
	Where appropriate, women with a gynaecological cancer have access to treatment at an appropriately staffed gynaecological cancer treatment centre.

	Standard 17
	Women requiring radical surgery for the following conditions:

a)
ovarian cancer or a high clinical suspicion of ovarian cancer (RMI >200)
b)
cervical cancer

c)
vulval cancer

are operated on by a gynaecological oncologist or a specifically credentialled gynaecological surgeon operating in a comprehensive gynaecological cancer treatment centre.

	Standard 18
	Women requiring radiotherapy with curative intent for cervical cancer receive it in or in conjunction with a gynaecological cancer treatment centre.

	Standard 19
	Women with a molar pregnancy or gestational trophoblastic neoplasia (GTN) receive careful follow-up care from a designated practitioner or service in accordance with a well-documented protocol.


Rationale

Due to the multidisciplinary nature of many treatments for gynaecological cancer, the rarity of many of the conditions and the limited numbers of personnel with relevant training and expertise, not all treatments for gynaecological cancer can be offered to all patients in all locations.
For some gynaecological tumour types, there is evidence that outcomes are improved if treatment is performed in a tertiary centre (Vernooij 2008).

Planning and undertaking many gynaecological cancer surgeries is beyond the scope of general training in obstetrics and gynaecology (Royal Australian and New Zealand College of Obstetricians and Gynaecologists 2010).

Multiple systematic reviews have demonstrated that enhanced recovery after surgery protocols reduce post-operative morbidity and length of hospital stay.
For information on the nature and treatment of epithelial ovarian, fallopian tube and primary peritoneal cancer, see Alsop et al 2012; Elattar et al 2011; Kauff and Barakat 2007; Monk et al 2005; National Breast Cancer Centre, Incorporating the Ovarian Cancer Program 2004; Tangjitgamol et al 2008; and Vernooij 2008.

For information on the nature and treatment of endometrial cancer, see Rogers et al 2009.
For information on the nature and treatment of cervical cancer, see Hacker et al 1981 and Health Outcomes International Ltd 2011.
For information on the nature and treatment of vulval cancer, see Aranda and Yates 2009 and Campbell et al 2010.

Good practice points
Treatment that applies to all gynaecological malignancies
7.1
Gynaecological cancer treatments are in accordance with nationally agreed and regularly updated treatment protocols.

7.2
All women and their family/whānau have the opportunity to discuss treatment options and plans with a member of the MDT.
7.3
Enhanced recovery after surgery protocols are utilised, to reduce post-operative morbidity and length of hospital stay.
7.4
Surgeons consult with women and their family/whānau undergoing surgery for 
cancer about final disposal of tissue or body parts surgically removed 
(modified NZGG 2009).
7.5 
Brachytherapy target volumes for cervical or vaginal cancer should be 
determined by MRI, with applicators in situ.

7.6 
Brachytherapy target volumes requiring interstitial apparatus or complex 
planning should be determined by MRI, with needles or apparatus in situ.
Treatments specific to epithelial ovarian, fallopian tube and primary peritoneal cancer
7.6
Where women with advanced ovarian cancer receive debulking surgery, adequate expertise, time and facility resources are allocated to ensure optimal debulking.

7.7
Platinum-based chemotherapy is considered for all women with epithelial ovarian cancer.
7.8
Excessive delays are avoided before post-operative treatment.

7.9
Primary chemotherapy is discussed at the MDM for women with suspected advanced ovarian cancer.

7.10
Interval debulking surgery is discussed at the MDM for women with diagnosed advanced ovarian cancer undergoing primary chemotherapy.

7.11
Women who need it are offered genetic counselling within three months.

7.12
Referral to a genetic counselling service is considered for all women with high-grade serous ovarian carcinomas.
7.13
Where appropriate, women with a known BRCA mutation discuss risk-reducing surgery with genetic counsellor and a gynaecologist with an established interest in familial cancer.
Treatments specific to endometrial cancer
7.14
Removal of the uterus, cervix, ovaries and fallopian tubes is considered for all women with endometrial cancer.

7.15
It may be beneficial for selected women with high-risk endometrial cancer to be operated on by a gynaecological oncologist or a specifically credentialed gynaecologist within a comprehensive gynaecological cancer treatment centre.
7.16
Minimally invasive (laparoscopic) surgery is considered for women with apparently early-stage endometrial cancer.

7.17
Preoperative and/or intra-operative assessment of tumour grade and stage may assist in the selection of patients for lymphadenectomy.
7.18
Radiotherapy and other adjuvant therapy is considered at a gynaecological MDM after hysterectomy for all women.

7.19
A national approach to conservative management of atypical endometrial hyperplasia and endometrial cancer in women of childbearing age is adopted.
7.20
A national approach to genetic testing in women with endometrial cancer is adopted.
7.21
Lynch syndrome is considered when women present with endometrial cancer, particularly if they are less than 50 years old, present with certain histological features or have a personal or family history of colorectal cancer at less than 60 years. Immunohistochemistry for the mismatch repair proteins and/or referral to a clinical genetics service may be appropriate (Kelley 1992).

7.22
For women who have Lynch syndrome with a confirmed mutation, risk-reducing surgery (hysterectomy and bilateral salpingo-oophorectomy from age 40 after childbearing is complete) is discussed.
Treatments specific to cervical cancer
7.23
Radiotherapy is discussed at an MDM for all women with cervical cancer, following completion of radical hysterectomy.
7.24
Careful patient selection minimises the need for radiotherapy following surgery.

7.25
Chemoradiation is considered for all women with cervical cancer requiring potentially curative radiotherapy.
Treatments specific to vulval cancer
7.26
Regional node fields are addressed as part of the treatment for women with vulval cancer with a depth of invasion greater than 1 mm.
7.27
Sentinel node sampling by an experienced team may be considered for selected women with apparent early-stage vulval cancer.

7.28
Radiotherapy is considered at an MDM for all women following completion of radical surgery.
Treatments specific to gestational trophoblastic disease (GTD)
7.29
Histology of molar disease or GTD is reviewed by a gynaecology pathologist regularly attending a gynaecological oncology MDM.

7.30
Women with GTD receive counselling and written information regarding their diagnosis, management, follow-up and future pregnancies.
7.31
Women with GTD are made fully aware of their follow-up plan and who is responsible for communicating with them about this plan.

7.32
The New Zealand Gynaecological Cancer Group Guidelines for Gestational Trophoblastic Disease (updated June 2013) are used in the management of women with GTD.
Monitoring requirements

	MR7A
	Audit records of proposed plans of care, onward referrals and follow-up responsibilities recorded at MDM reviews and in women’s notes.

	MR7B
	Ensure external accreditation of gynaecological cancer treatment centres.

	MR7C
	Record the percentage of women who are on the Cancer Registry with advanced cervical cancer and have been recommended radiotherapy with curative intent who have had some component of radiotherapy in a gynaecological cancer treatment centre.

	MR7D
	Record the percentage of women with a molar pregnancy followed up by a designated practitioner according to a well-documented protocol.

	MR7E
	Record the percentage of women with persistent gestational trophoblastic disease, invasive mole, placental site trophoblastic tumour or choriocarcinoma referred to a gynaecological oncology MDM and managed in conjunction with a comprehensive gynaecological oncology service.

	MR7F
	Record the percentage of women requiring radical surgery for ovarian, cervical and vulval cancer operated on by a gynaecological oncologist or a specifically credentialled gynaecological surgeon operating in a comprehensive gynaecological cancer treatment centre.


	Standard 20
	Women are offered early access to palliative care services when there are complex symptom control issues, when curative treatment cannot be offered or if curative treatment is declined.


Rationale

Gynaecological cancer and its treatments can have a devastating impact on the quality of a person’s life, as well as on the lives of families/whānau and other carers. The timely involvement of palliative care specialists ensures that patients are offered effective symptom control along with culturally appropriate psychological, social, spiritual and bereavement support in order to optimise quality of life and minimise patient and family/whānau distress (NCCN 2012; NICE 2004).

Good practice points
7.32
Palliative care services are consulted at any stage through the patient’s cancer journey if symptoms are complex or prove difficult to treat.
7.33
Discussion of preferred priorities of care (advance care directives and planning) is recorded when cure is not possible. Wherever possible, this is not left until the terminal stages of the illness.
7.34
Practitioners recognise dying patients in a timely manner, and discuss advance care planning and goals for end-of-life care with patients and their family/whānau using end-of-life care pathways, in hospitals, hospices and other health care settings.
7.35
Patients and their families/whānau are offered palliative care options and information in plain language that is targeted to their particular needs; this is incorporated into their care plans.
7.36
Patients and carers have access to spiritual care, either from their MDT or from community resources (NICE 2004).

7.37
Formal mechanisms ensure that women and their carers and family/whānau have access to bereavement care, information and support services (NICE 2004; Hospice New Zealand 2012).
Monitoring requirements

	MR7G
	Audit of records of proposed plans of care, onward referrals and follow up responsibilities recorded at multidisciplinary team reviews and in the patient’s notes.


8
Follow-up and Surveillance

	Standard 21
	Follow-up plans include clinical review by appropriate members of the MDT, working in conjunction with the woman, their family/whānau, their GP and where appropriate the referring gynaecologist.


Rationale

There is little data to indicate that follow-up policies influence survival for women with gynaecological cancer. They may, however, provide psychological support to patients and assist with the identification and management of recurrent disease and complications from treatment. Follow-up also offers opportunities for data collection and outcome reporting.

Patients with recurrent disease frequently have multiple options for treatment, some of which may be curative. Treatment should be individualised. Review at an MDM is helpful, and may assist data capture.

The side-effect profile of treatment for gynaecological cancers includes psychosocial morbidity, infertility, bladder dysfunction, vaginal stenosis, dyspaerunea, sexual dysfunction, lymphoedema and bowel dysfunction.
Recent data (Ministry of Health 2012a) suggest that close to two-thirds of people diagnosed with cancer will live more than five years after diagnosis. Following treatment, some women face life-long health challenges as a result of their disease and treatments, including comorbidities, fertility and genetic issues and lifestyle changes.
The overall aim of post-treatment support and guidance is to maximise women’s dignity and independence and reduce the effect that gynaecological cancer and its treatments have on quality of life.
Good practice points

All gynaecological cancers

8.1
National or regional policies on routine follow-up are agreed.

8.2
All women with gynaecological cancer, their referral specialists and their primary health practitioners have access to a written treatment summary and ongoing care plan that includes:
· a follow-up plan (including frequency of visits, tests required and designated services)

· a nominated point of contact in the case of a clinical concern
· assessment of post-treatment sequelae and lifestyle behaviours and referral to appropriate support (eg, a dietitian, a lymphoedema specialist)
· advice on evidence-based interventions for healthy lifestyle behaviours.
8.3
Women with gynaecological cancer are screened for comorbidities and unhealthy lifestyle.
8.4
Where appropriate GPs discuss Green Prescriptions
 as part of the follow-up plan.

Ovarian cancer

8.5
The role of CA125 is discussed with women as part of their individualised follow-up plan.
8.6
Tailored follow-up is provided for women with borderline ovarian tumour; particularly those with advanced disease or whose ovaries remain in situ.
Endometrial cancer

8.7
Women receive regular follow-up, including vaginal and speculum examinations and investigation of vaginal bleeding.
Cervical cancer

8.8
Women receive regular follow-up, including vaginal and speculum examinations and investigation of vaginal bleeding.

8.9
In the absence of radiotherapy, women receive routine follow-up smears.
Vulval cancer

8.10
Women receive regular follow-up, including vulval and speculum examinations and investigation of vaginal bleeding.
Monitoring requirements

	MR8A
	Audit written follow-up information provided following agreed surveillance protocols.

	MR8B
	Record the percentage of women with gynaecological cancer with a documented treatment and ongoing care follow-up plan in place.


9
Clinical Performance Monitoring and Research

	Standard 22
	Data relating to gynaecological cancer beyond the fields required by the Cancer Registry, including treatment data, are reported to existing (and planned) national repositories using nationally agreed dataset fields.

	Standard 23
	To ensure an ongoing equity focus, all outcome data and standards monitoring are reported by ethnicity and domicile.

	Standard 24
	Women and their family/whānau have access to tumour-specific outcome data reported from comprehensive gynaecological cancer treatment centres.

	Standard 25
	Women who are treated at gynaecological cancer treatment centres have access to relevant (selected) multi-centre clinical trials.


Rationale

Data relating to patient volumes, disease site, type and stage, as well as on treatment, outcome and late effects, are used to inform care providers, policy-makers and patients.
Outcomes associated with some gynaecological cancers continue to be suboptimal, and remain active areas of research internationally. Participation in international trials keeps gynaecological cancer treatment centres connected to international best practice, and enables patients and clinicians to access promising new management strategies.

Comprehensive gynaecological cancer treatment centres need to be resourced to enable women to take part in appropriate international multi-centre clinical trials.
Tissue banking is a valuable resource for research in the development of new treatments and laboratory tests.

Good practice points

9.1
Gynaecological cancer treatment centres establish a process for auditing and reporting outcome data, to inform practice improvement.

9.2
Ethnicity data are collected according to Ethnicity Data Protocols for the Health and Disability Sector (Ministry of Health 2004). This is clearly noted in referrals at all stages of the patient journey (McLeod et al 2011).
9.3
A national minimum dataset is agreed upon and a system of outcome reporting agreed and implemented.
9.4
Tumour-specific core data are collected prior to and during the MDM.

9.5
Women are informed that information is being recorded in a database to monitor and evaluate access to and efficacy of services.

9.6
Patient experience surveys are implemented and monitored.

9.7
Gynaecological cancer treatment centres aim to participate in selected multi-centre trials.

9.8
Gynaecological cancer treatment centres support research into the cause and prevention of gynaecological cancers.

9.9
Research into causes and prevention of inequity continues to be supported.
Monitoring requirements

	MR9A
	Record the percentage of comprehensive gynaecological cancer treatment centres that have reported outcome by cancer site and FIGO stage in the last 24 months.

	MR9B
	Record the proportion of monitoring criteria reported by ethnicity and domicile.

	MR9C
	Record the percentage of gynaecological cancer treatment centres actively recruiting to more than one multicentre trial.

	MR9D
	Record the percentage of gynaecological cancer treatment centres that record late effects.
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Appendix 2:
Glossary

	Advance care planning
	A process of discussion and shared planning for future health care

	Allied health professional
	One of the following groups of health care workers: physiotherapists, occupational therapists, dietitians, orthoptists, paramedics, prosthetists/orthotists and speech and language therapists

	Best practice
	A method or approach that is accepted by consensus to be the most effective way of doing something, in the circumstances; may or may not be based on evidence

	Biopsy
	Removal of a sample of tissue or cells from the body to assist in the diagnosis of a disease

	BRCA
	A breast cancer susceptibility gene mutation, in either of the genes BRCA1 or BRCA2

	CA125
	A compound detected in the blood that is often used as a marker of ovarian cancer.

	Cancer journey
	The individual and personal experience of a person with cancer throughout the course of their illness

	Cancer Networks
	Cancer Networks were formed in response to national policy to drive change and improve cancer services for the population in specific areas. There are four regional networks: Northern, Midland, Central and Southern

	Cancer service pathway
	The cumulative cancer-specific services that a person with cancer uses during the course of their experience with cancer

	Carcinoma
	Cancer of the lining tissue that covers all the body organs. Most cancers are carcinomas

	Care coordination
	Entails the organising and planning of cancer care, who patients and family/whānau see, when they see them and how this can be made as easy as possible. It may also include identifying who patients and family/whānau need to help them on the cancer pathway

	Chemotherapy
	The use of drugs that kill cancer cells, or prevent or slow their growth (also see systemic therapy)

	Clinical trial
	An experiment for a new treatment

	Computed tomography (CT)
	A medical imaging technique using X-rays to create cross-sectional slices through the body part being examined

	Confirmed diagnosis (used in FCT indicators)
	The preferred basis of a confirmed cancer diagnosis is pathological, noting that for a small number of patients cancer diagnosis will be based on diagnostic imaging findings

	Consumer
	User of services

	Curative
	Aiming to cure a disease

	Decision to treat (used in FCT indicators)
	A decision to begin a patient’s treatment plan or other management plan, following discussion between the patient and treating clinician

	DHB
	District Health Board

	End of life care
	The provision of supportive and palliative care in response to the assessed needs of the patient and family/whānau during the end-of-life phase

	Family/whānau
	Can include extended family/whānau, partners, friends, advocates, guardians and other representatives

	Faster Cancer Treatment (FCT)
	A Ministry of Health programme that will improve services by standardising care pathways and timeliness of services for cancer patients throughout New Zealand

	Faster Cancer Treatment indicators
	Measures of cancer care collected through DHB reporting of timeframes within which patients with a high suspicion of cancer access services. The indicators are internationally established and provide a goal for DHBs to achieve over time.

	FIGO
	International Federation of Gynaecology and Obstetrics

	First specialist assessment (FSA)
	Face-to-face contact (including telemedicine) between a woman and a registered medical practitioner or nurse practitioner for the purposes of first assessment for their condition for that specialty.

	First treatment (used in FCT indicators)
	The treatment or other management that attempts to begin the patient’s first treatment, including palliative care

	GTD
	Gestational trophoblastic disease

	Health equality/equity
	Absence of unnecessary, avoidable and unjust differences in health (Ministry of Health 2002)

	Health inequality/ inequity
	Differences in health that are unnecessary, avoidable or unjust (Ministry of Health 2002)

	Hereditary non‑polyposis colorectal cancer
	See also Lynch syndrome. An inheritable predisposition to certain cancers, including bowel, endometrial and ovarian cancer

	High-grade cancer
	A cancer that tends to grow more aggressively, be more malignant and have the least resemblance to normal cells

	High suspicion of cancer (used in FCT indicators)
	Where a woman presents with clinical features typical of cancer, or has less typical signs and symptoms but the clinician suspects that there is a high probability of cancer

	Histological
	Relating to the study of cells and tissue on the microscopic level

	Holistic
	Looking at the whole system rather than just concentrating on individual components

	Hospice
	Hospice is not only a building; it is a philosophy of care. The goal of hospice care is to help people with life-limiting and life-threatening conditions make the most of their lives by providing high-quality palliative and supportive care

	Immunohistochemistry
	A technique that uses antibodies to show up specific proteins in tissues seen down a microscope

	Lesion
	An area of abnormal tissue

	Local recurrence
	Local persistence of a primary tumour due to incomplete excision

	Lymphoedema
	A condition in which excess fluid collects in tissue and causes swelling. It may occur in the arm or leg after lymph vessels or lymph nodes in the underarm or groin are removed or treated with radiation

	Lynch syndrome
	An inheritable predisposition to certain cancers, including bowel, endometrial and ovarian cancer. See also Hereditary non-polyposis colorectal cancer

	Magnetic resonance imaging (MRI)
	A non-invasive method of imaging, which allows the form and metabolism of tissues and organs to be visualised (also known as nuclear magnetic resonance)

	Malignant
	Cancerous. Malignant tumours can invade and destroy nearby tissue and spread to other parts of the body

	Medical oncologist
	A doctor who treats cancer patients through the use of chemotherapy, and, for some tumours, immunotherapy

	Medical oncology
	The specialist treatment of cancer patients through the use of chemotherapy and, for some tumours, immunotherapy

	Metastases
	Cancerous tumours in any part of the body that have spread from the original (primary) origin. Also known as ‘secondaries’

	Metastatic disease
	A disease that has spread from the organ or tissue of origin to another part of the body

	Morbidity
	The state of being diseased

	Mortality
	Either (a) the condition of being subject to death or (b) the death rate, which reflects the number of deaths per unit of population in any specific region, age group, disease or other classification, usually expressed as deaths per 1000, 10,000 or 100,000

	Multidisciplinary meeting (MDM)
	A deliberate, regular, face-to-face meeting (which may be through videoconference) to facilitate prospective multidisciplinary discussion of options for women’s treatment and care by a range of health professionals who are experts in different specialties. ‘Prospective’ treatment and care planning makes recommendations in real time, with an initial focus on the patient’s primary treatment. Multidisciplinary meetings facilitate a holistic approach to the treatment and care of women

	Multidisciplinary team (MDT)
	A group of specialists in a given disease area. The MDT meets regularly to plan aspects of women’s treatment. Individual cases might be discussed at an MDM, to best plan approach to treatments

	National Health Index number
	A unique identifier for New Zealand health care users

	Oncology
	The study of the biological, physical and chemical features of cancers, and of the causes and treatment of cancers

	Palliative
	Anything that serves to alleviate symptoms due to an underlying cancer but is not expected to cure it

	Palliative care
	Active, holistic care of patients with advanced, progressive illness that may no longer be curable. The aim is to achieve the best quality of life for women and their families/whānau. Many aspects of palliative care are also applicable in earlier stages of the cancer journey in association with other treatments

	Pathologist
	A doctor who examines cells and identifies them. The pathologist can tell where a cell comes from in the body and whether it is normal or a cancer cell. If it is a cancer cell, the pathologist can often tell what type of body cell the cancer developed from. In a hospital practically all the diagnostic tests performed with material removed from the body are evaluated or performed by a pathologist

	Pathology
	A branch of medicine concerned with disease; especially its structure and its functional effects on the body

	Patient pathway
	The individual and personal experience of a person with cancer throughout the course of their illness; the patient journey

	Positron emission tomography (PET)
	A highly specialised imaging technique using a radioactive tracer to produce a computerised image of body tissues to find any abnormalities. PET scans are sometimes used to help diagnose cancer and investigate a tumour’s response to treatment

	Primary care
	Primary-level health services provided by a range of health workers, including GPs and nurses

	Psychological support
	Professional support that can help people with a wide range of psychological problems, such as anxiety and depression, and can provide emotional assistance during times of distress

	Psychologist
	A specialist who can talk with patients and their families about emotional and personal matters, and can help them make decisions

	Quality assurance
	All the planned and systematic activities implemented within the quality system, and demonstrated as needed

	Radiation oncologist
	A person who is registered as a medical practitioner by the relevant medical board, is a fellow of the Royal Australian and New Zealand College of Radiologists or equivalent and is licensed to prescribe radiation therapy

	Radiologist
	A doctor who specialises in creating and interpreting pictures of areas inside the body using X-rays and other specialised imaging techniques. An interventional radiologist specialises in the use of imaging techniques for treatment; for example catheter insertion for abscess drainage

	Radiology
	The use of radiation (such as X-rays, ultrasound and magnetic resonance) to create images of the body for diagnosis

	Radiotherapy (radiation treatment)
	The use of ionising radiation, usually X-rays or gamma rays, to kill cancer cells and treat tumours.

	Randomised controlled trial
	A study in which people are allocated by chance alone to receive one of several interventions, one of which is the standard of comparison

	Recurrence
	The return, reappearance or metastasis of cancer (of the same histology) after a disease free period

	Referred urgently (used in FCT indicators)
	Describes urgent referral of a woman to a specialist because she presents with clinical features indicating high suspicion of cancer

	Risk of malignancy index (RMI)
	A formula that assists health practitioners assess the risk of ovarian cancer in a woman with an ovarian mass

	Stage
	The extent of a cancer; especially whether the disease has spread from the original site to other parts of the body

	Staging
	Usually refers to the Tumour, node, metastasis system for grading tumours by the American Joint Committee on Cancer

	Supportive care
	Supportive care helps a woman and her family/whānau to cope with her condition and treatment of it – from pre-diagnosis through the process of diagnosis and treatment to cure, continuing illness or death, and into bereavement. It helps the patient to maximise the benefits of treatment and to live as well as possible with the effects of their disease

	Synoptic report
	A standardised proforma for reporting of cancer

	Systemic therapy
	Treatment using substances that travel through the bloodstream, reaching and affecting cells all over the body

	Tertiary
	Third level. Relating to medical treatment provided at a specialist institution

	Ultrasound
	A non-invasive technique using ultrasound waves (high-frequency vibrations beyond the range of audible sound) to form an image

	Whānau
	Māori term for a person’s immediate family or extended family group. In the modern context, sometimes used to include people without kinship ties

	Whānau Ora
	An inclusive interagency approach to providing health and social services to build the capacity of New Zealand families. It empowers family/whānau as a whole, rather than focusing separately on individual family members

	X-ray
	A photographic or digital image of the internal organs or bones produced by the use of ionising radiation
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�	See ‘Institutional requirements and definitions’ below for definitions of centres and units.


�	The Gynaecological Cancer Tumour Standards Working Group recommends that ‘high suspicion of gynaecological cancer’ be defined to include (but not to be restricted to) women with:


a macroscopic abnormality suspicious of a vulval, vaginal or cervical cancer


significant symptoms including abnormal vaginal bleeding, discharge or pelvic pain and abnormal clinical examination findings consistent with gynaecological malignancy


a cervical or vaginal smear suspicious of malignancy


postmenopausal bleeding and an endometrial thickness of greater than 5 mm (unless with a recent normal endometrial biopsy)


biopsy-proven atypical endometrial hyperplasia


a complex ovarian mass, with radiological suspicion of ovarian malignancy, ascites or metastatic disease


a complex ovarian mass and raised CA125 (an RMI >200): see Jacob’s Risk of Malignancy Index (Jacobs et al 1990; NICE 2010 (Appendix D); Society of Obstetricians and Gynaecologists of Canada 2008).


a large complex ovarian mass (>8 cm)


evidence of a rapidly growing pelvic mass (uterine or ovarian).


�	A pathologist with a subspecialty interest in gynaecological pathology.


�	Where this has been published by the Royal College of Pathologists of Australasia.


�	A Green Prescription (GRx) is a health professional’s written advice to a patient to be physically active, as part of the patient’s health management.
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