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National Institute for Health and Care Excellence
Quality Standards Advisory Committee 3 meeting
Date: 22 February 2024
Ovarian cancer – prioritisation of quality improvement areas 
Minutes: FINAL
Quoracy: The meeting was quorate
Attendees
Rebecca Payne [Chair], Tim Cooper [Vice Chair], Mariana Gaspar Fonseca, Kashif Siddiqui, Umesh Chauhan, Kultar Singh Garcha, Deryn Bishop, Jane Dalton, Linda Parton, Keith Lowe, Jane Scattergood, Shorai Dzirambe
Specialist committee members:
Rebecca Bowen, Susan Freeman, Ranjit Manchanda, Tracie Miles, Pubudu N J Pathiraja (Pathi), Fiona Robb, Lucy Side, Jan Van Der Meulen
NICE staff
Rachel Gick (RG), Nicola Greenway (NG), Jamie Jason (JJ), [notes], Adam Storrow (AS) [Resource impact] 
Apologies
Saran Evans
1. Welcome, introductions objectives of the meeting

The Chair welcomed the attendees and the quality standards advisory committee (QSAC) members introduced themselves. The Chair informed the committee of the apologies and outlined the objectives of the meeting, which was to prioritise areas for quality improvement.
1. Confirmation of matter under discussion and declarations of interest

The Chair confirmed that, for the purpose of managing conflicts of interest, the matter under discussion was the ovarian cancer specifically:
· Recognition and diagnosis (excluding familial and genetic risk)
· Safety netting and referral onto non-specific symptoms pathways
· Identifying and managing familial and genetic risk
· Treatment planning and management 
· Information, support and follow-up

The Chair asked standing QSAC members to declare verbally any interests that have arisen since the last meeting and all interests specifically related to the matters under discussion. The Chair asked the specialist committee members to verbally declare all interests not included in their declarations of interests forms that had been provided to NICE and circulated.
1. Minutes from the last meeting
The committee reviewed the minutes of the last QSAC 3 meeting held on 21 September 2023 and confirmed them as an accurate record.
1. Prioritisation of quality improvement areas – committee decisions
RG provided a summary of responses received during the topic engagement and referred the committee to the full set of stakeholder comments provided in the papers and the committee then discussed each of the areas in turn. The committee discussed the comments received from stakeholders and specialist committee members at topic engagement (in bold text below). 
RG highlighted that the main source guidelines would be NICE’s guideline on ovarian cancer: recognition and initial management and the draft NICE guideline on ovarian cancer: identification and management of familial and genetic risk. It was recognised that there are several other guidelines on ovarian cancer including RCR, RCOG, SIGN and NHS England guidance documents and these may also be considered.
Recognition and diagnosis (excl. familial and genetic risk)
· Recognition of symptoms & risk factors
· Diagnosis
· Drainage of ascites
The committee were asked to articulate the key points of the ovarian cancer pathway that affect time to treatment as this was raised as an overarching area for improvement. The committee noted that both time to diagnosis and time to treatment contributed to a lengthy pathway for ovarian cancer. It was noted that 40% with later stage disease presenting in A&E is a key issue. 
The committee agreed earlier, and faster diagnosis was an important area for quality improvement. However, they found it difficult to identify specific areas for statement development due to the lack of up-to-date recommendations that could be considered. The committee recognised there has been new research on diagnosis that is not reflected in NICE’s guideline on ovarian cancer. The committee also highlighted the development of a new guideline in progress by the British Gynaecological Cancer Society (BGCS) (expected to publish in 2024), due to the status of the guideline the content was not available for the committee to view. 
The committee continued to discuss factors affecting the pathway to diagnosis: 
· Diagnosis of late-stage ovarian cancer is challenging - symptoms may not develop until the disease is advanced. The committee noted that it would not be possible to detect ovarian cancer in those who do not develop symptoms until their disease is at an advanced stage through the usual route of testing following symptomatic presentation. These patients also often have frailty due to comorbidities and experience barriers to attending appointments.
· In the asymptomatic population the alternative would be screening, however it was highlighted that this is not currently recommended.
· Inappropriate CA125 testing causes delays. The committee raised concerns that a single threshold as recommended in NICE’s guideline on ovarian cancer may not be appropriate across all age groups. Younger people may have a raised CA125 due to factors other than ovarian cancer and it was noted that younger people are referred onto a suspected cancer pathway who may have endometriosis. They need a scan but do not need a suspected cancer referral. The committee also noted the length of the pathway to treatment and that it is also very challenging to meet the 28-day Faster Diagnosis Standard for ovarian cancer. 
· Committee noted that biomarkers support differential diagnosis which could reduce time to diagnosis, for example, by enabling endometriosis to be identified and ruling out ovarian cancer. Using biomarkers for diagnosis cannot be addressed by the quality standard due to a lack of guidance in this area.
The committee discussed the role of ultrasound for diagnosis and expressed concerns about using it as part of the diagnostic pathway for all age groups; they felt that it is most effective in the younger population. 
The committee agreed that starting treatment is critical to improving outcomes. It was noted however that implementation of NICE technology appraisals for medicines is challenging because there is no associated additional funding.  The committee agreed that treatment would be discussed later in the meeting. 
The committee then discussed other aspects of the diagnostic pathway. Delays in reporting biopsy were highlighted which also varies between centres. The need for weekly chemotherapy can also cause delays due to pressure within services.   
The committee also felt that a key challenge for primary care is how to proceed when CA125 is borderline (slightly raised above the 35 IU/ml threshold).  They felt that clarity is needed on the next steps. The committee suggested that carrying out a series of CA125 tests is helpful and agreed to discuss this further as part of the section on safety netting.  
The committee considered other strategies for achieving diagnosis at an early stage. Regarding early presentation, they highlighted delays to patients presenting in primary care, the absence of a screening programme and the prevalence of non-specific symptoms. These represent significant challenges to achieving early diagnosis. They suggested developing a statement on improving recognition of symptoms by both the public and healthcare professionals.  The committee also remarked that referral when presenting to a GP was affected by a lack of both symptoms and a specific test for ovarian cancer. The committee also noted that in some areas simultaneous CA125 and ultrasound may be offered.  
The committee summarised that they felt going straight to CT would benefit postmenopausal women with symptoms and a high CA125, supporting earlier diagnosis and shortening the diagnostic pathway.  They commented that a high CA125 and postmenopausal status would result in a high risk of malignancy index (RMI I) score (over 250) which would mean going straight to CT. It was suggested that CG122 1.2.3.2 could be explored as the basis of this statement. 
The committee were informed that there are no published guideline recommendations on straight to CT. The committee queried whether a recommendation on this area was available in the updated British Gynaecological Cancer Society (BGCS) guideline on ovarian cancer. It was agreed the NICE team would check the updated BGCS guideline to identify potential source recommendations and review the timescale for the development of the quality standard considering the publication date for the new guideline.
A query was raised about responsibility for measuring achievement of the proposed quality statement. There was further queries around who can request a CT scan in primary care, the committee heard that diagnostic centres are typically staffed by expert GPs, who can do so. However the committee was unsure whether a GP in other, ‘typical’ primary settings could do so directly. It was also noted that A&E departments may request a CT scan for suspected ovarian cancer.  These queries will be considered at the drafting stage. 
Drainage of ascites: this area was not prioritised as it was felt it would not significantly improve time to treatment. 
Actions: 
· NICE team to prioritise this area.
· NICE team to review available recommendations on which to base a statement on ‘direct to CT’ for symptomatic, postmenopausal women with a high CA125.
· NICE team to highlight comments around the evidence base on CA125 age-related thresholds and optimum imaging to the NICE surveillance team.
Safety netting & referral onto non-specific symptoms pathways 
· Safety netting & referral onto non-specific symptoms pathways
The committee returned to discussing borderline CA125 results, reiterating that a raised CA125 can indicate other conditions. The committee agreed that, based on existing practice and concerns around the timescale and population, statement 3 in QS18 in its current form should not be retained. The committee felt that the statement was useful in the case of symptomatic women with a normal CA125 and normal ultrasound. It does not however address the area for quality improvement: a slightly raised CA125 but normal ultrasound which may need further investigation. CT is needed to assess for the presence of peritoneal disease, or assessment for non-ovarian cancers. 

The committee felt that retesting women with a borderline CA125 and a normal ultrasound is the area of uncertainty – can ovarian cancer be excluded or should there be follow-up?   It was noted that in 10% cases of ovarian cancer CA125 was normal. GPs therefore need to have clear guidance to enable referral for ongoing symptoms.  

The committee felt that a statement on repeat testing in premenopausal symptomatic women would be useful. NG advised that the timescale in QS18 statement 3 was likely derived from expert consensus. Committee members proposed a longer timescale, suggesting 6 to 8 weeks so that changes in CA125 could be accurately identified. 

The committee agreed not to prioritise a statement on referral onto a non-specific symptoms pathway because this is covered by a statement in the current update to the suspected cancer quality standard. 

The committee recognised the area prioritised is not covered in CG122, again noting that it would be useful to check the updated BGCS ovarian cancer guideline.

Actions: 
· NICE team to prioritise the area.
· NICE team to review available recommendations on repeating the CA125 test when the result is borderline. 
Identifying and managing familial & genetic risk
· Genetic & tumour testing
· Familial ovarian cancer MDT
· Surveillance 
The committee felt that risk reducing surgery should be considered as an area for discussion.   Although this theme was not submitted during topic engagement it was highlighted as a key area from development of the draft NICE guideline on ovarian cancer: familial and genetic risk. The committee felt this area should be prioritised as it was a key action to prevent ovarian cancer.

The committee discussed the different populations at risk of developing ovarian cancer and it was queried whether a mechanism existed for people at risk to be made aware of this. The committee heard that if they are at increased risk due to a family member being identified as having the genetic variant then there are mechanisms in place. However, there are no mechanisms if the genetic variant has not been identified or they are at risk for other reasons. The committee noted that there is no clear evidence that screening at risk populations is effective.  

The committee noted a report in the briefing paper which highlighted that 18% of gynaecologists always offered tumour testing.  It is however recommended that people with a diagnosis of ovarian cancer are offered both germline and tumour testing as per the draft NICE and BGCS and British Association of Gynaecological Pathologists (BAGP) guidelines. The committee also noted that the NHS is funding Whole Genome Sequencing. They also commented that is very important that tumour tissue is collected through biopsy, before the tissue is affected by chemotherapy. 

They reiterated that genetic testing at the point of diagnosis is an important area and should be included in the quality standard. 

It was agreed that the committee would like to develop 2 statements: risk reducing surgery and genetic testing at the point of diagnosis.  

Action: NICE team to develop 2 statements:
· Risk reducing surgery
· Genetic and tumour testing at the point of diagnosis. 
Treatment planning & management
· Specialist MDT
· Prerehabilitation
· Management (excl. recurrent ovarian cancer)
· PARP inhibitors, second-line & subsequent
The committee felt that treatment planning in the specialist MDT is an important area but noted that this is mandated for first-line treatment and therefore already addressed.

The committee highlighted that prerehabilitation is beneficial particularly for older people both before surgery and chemotherapy. A lack of guideline recommendations in this area was highlighted, making the development of a statement difficult. From the committees experience they felt that prerehabilitation before surgery was already being delivered well. For those starting with chemotherapy it was felt that if started promptly initial response can be good with little comorbidities. The committee agreed that whilst prerehabilitation was important, often treatment with either surgery or chemotherapy was started quickly following diagnosis leaving little time to allow for this.

The committee felt it was important to get the right treatment for the maximum number of patients and so decided to prioritise dual (simultaneous) surgery and chemotherapy. It was suggested that ultra radical surgery should be included as an option in this, it is routinely carried out and supported by NICE recommendations.

Actions: 
· Prioritise a statement on dual modality surgery and chemotherapy with the possible inclusion of ultra radical surgery
· NICE team to check that recommendations are available. 

Information, support & follow-up 
· Clinical nurse specialist
· Information & support
· Follow-up after fertility-preserving surgery
The committee agreed that clinical nurse specialists (CNS) is an important for ovarian cancer but felt that this is covered in service specifications. They also agreed that metastatic ovarian cancer is an important area but felt that support from a CNS is already covered for this population.
1. Additional quality improvement areas suggested by stakeholders at topic engagement
The following areas were not progressed for inclusion in the draft quality standard because they are out of scope.
Maximal cytoreductive surgery was discussed as part of the management section, which has been prioritised. There were no further comments from the members.
· Improving access to clinical trials 
· Maximal cytoreductive surgery
· New guidance / updated recommendations 
· Training and development 
1. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard. They noted a cost for pathology for the genetic testing statement in relation to whole genome testing which is an element of tumour testing. 
1. Equality and diversity
The committee noted that the following groups would be considered when the equality and diversity considerations are being drafted for this quality standard: 
1. Age			 
1. Gender reassignment 
1. Pregnancy and maternity
1. Religion or belief
1. Marriage and civil partnership
1. Disability
1. Sex
1. Race
1. Sexual orientation
It was agreed that the committee would continue to contribute suggestions as the quality standard was developed. 
1. AOB
1. Close of the meeting
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