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Introduction

The National Gynae-Oncology Registry (NGOR) 
is a new multi-module clinical quality registry 
(CQR) operated within the Cancer Research 
Program, Monash University. A pilot of an 
ovarian, tubal and peritoneal cancer module was 
conducted between February 2017 and February 
2019. A novel method of sourcing data for CQRs 
was trialled, as were a set of nine quality 
indicators (measures of adherence to ‘best 
practice’ care) agreed upon by a Steering 
Committee of gynaecologic oncology experts. 

CQRs are designed to monitor and drive 
improvements in the quality and safety of care 
provided to patients with a disease or condition of 
interest – e.g. ovarian cancer. Figure 1 below 
illustrates the mechanism by which this occurs.

1. To demonstrate the feasibility of using 
existing clinical databases to inform a set of 
nine quality indicators developed by a 
steering committee of clinical and registry 
specialists; 

2. To demonstrate the usefulness of a CQR to 
monitor the management of ovarian cancer in 
Australia.

Aims

A patient is diagnosed 
with/commences treatment for 

a  gynaecological cancer at a 
participating health service

Data collection for clinical 
purposes

Patient is recruited under an opt-
out method of recruitment

Name, confirmation of eligibility 
and mailing address sent to the 

NGOR

Eligible patients
• New epithelial OTP cancer 
• Diagnosed within the ethics approved time 

period at a NGOR participating site
• Comprehends written English
• ≥ 18 years at diagnosis

Clinical data sent to the registry

Patients who 
opted-out

Ineligible patients

For many CQRs, data are sourced from manual 
medical record review and administrative 
datasets. This is a time consuming and 
expensive process. For the NGOR, a novel 
method of data collection using pre-existing 
datasets was trialled with a view to investigating 
the feasibility and ease of a more cost-effective 
and sustainable method of registry operation. 
Participants were identified by clinicians and/or 
their proxies. 

Method

If a patient was considered to be eligible for the 
registry, key details (i.e. name, mailing address 
etc…) were sent to the NGOR. These patients  
were then invited to participate under an opt-out 
method of recruitment. A letter of invitation and an 
information booklet was sent to potential 
participants and after a two-week opt-out period, 
clinical data about the participants could be sent 
from participating sites and clinicians to the 
registry. Figure 2 below illustrates this process.

A high-level assessment of data completeness 
and unadjusted QI performance was reported 
back to participating hospitals and clinicians after 
approximately 18 months of data collection. 

The pilot was conducted in six public and private 
hospitals with gynaecologic oncology units across 
Victoria, Tasmania and New South Wales. A total 
of ten sites were initially planned, though a 
number of issues delayed the commencement at 
four sites. Despite this, due to the use of some 
databases across multiple sites, the pilot still 
managed to include data from every source 
database. See figure 3 below.

Results

Over 270 participants were recruited during the 
pilot, with an average age at diagnosis of 61.3 
years (range: 18.1 – 92.4 years old). Tumour 
characteristics, such as primary site of tumour, 
grade and stage are illustrated in figure 4 below.
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Figure 4. Characteristics of NGOR pilot participants

During the pilot, it became evident that each 
source database contained data of varied formats 
and definitions. Some databases did not contain 
sufficient detail to inform all indicators and/or did 
not contain some of the necessary data for risk-
adjustment. However, it was found that minimal 
adjustments and greater clarity around data 
definitions would provide the registry the potential 
to achieve its aim of improving quality of care and 
patient outcomes. Widespread support suggests 
this is a welcome addition to the ovarian cancer 
space, and anecdotal evidence supports the 
theory that there is need for a clinical quality 
registry for ovarian cancer in Australia. 

Despite missing data and other methodological 
issues during the pilot, it was demonstrated that 
the use of existing clinical databases has the 
potential to greatly reduce time and costs 
associated with primary data collection.  
Furthermore, there is strong clinical support for a 
CQR with many relevant stakeholders expressing 
that it will be a valuable resource for the 
improvement of quality of care. The NGOR 
intends to expand to include other tumour types 
(e.g. endometrial cancer, cervical cancer etc…), 
recruit from other hospitals across Australia, and 
to collect Patient Reported Outcome Measures 
(PROMs).

Conclusion

For more information…
Natalie Heriot (NGOR Coordinator) |  Phone. (03) 9903 0435  |  Email. ngor@monash.edu or natalie.heriot@monash.edu  |  Website. https://ngor.org.au/  
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Figure 1. The process of a clinical quality registry, adapted from the Australian Commission 
on Safety and Quality; https://www.safetyandquality.gov.au/our-work/information-
strategy/clinical-quality-registries/

Figure 2. The process of recruitment and data collection during the pilot phase
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Figure 3. Participating sites and databases (pilot phase of NGOR)


