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1 Introduction
The draft quality standard for ovarian cancer (update) was made available on the NICE website for a 4-week public consultation period between 20 August and 18 September 2024. Registered stakeholders were notified by email and invited to submit consultation comments on the draft quality standard. General feedback on the quality standard and comments on individual quality statements were accepted. 
Comments were received from 15 organisations, which included service providers, national organisations, professional bodies and others. 
This report provides the quality standards advisory committee with a high-level summary of the consultation comments, prepared by the NICE quality standards team. It provides a basis for discussion by the committee as part of the final meeting where the committee will consider consultation comments. Where appropriate the quality standard will be refined with input from the committee. 
Consultation comments that may result in changes to the quality standard have been highlighted within this report. Comments suggesting changes that are outside of the process have not been included in this summary. The types of comments typically not included are those relating to source guidance recommendations, requests to broaden statements out of scope, requests to include thresholds, targets, large volumes of supporting information, general comments on the role and purpose of quality standards and requests to change NICE templates. However, the committee should read this summary alongside the full set of consultation comments, which are provided in the Appendix.  


2 Questions for consultation
Stakeholders were invited to respond to the following general questions: 
1. Does this draft quality standard accurately reflect the key areas for quality improvement?
2. Are local systems and structures in place to collect data for the proposed quality measures? If not, how feasible would it be for these to be put in place?
3. Do you think each of the statements in this draft quality standard would be achievable by local services given the net resources needed to deliver them? Please describe any resource requirements that you think would be necessary for any statement. Please describe any potential cost savings or opportunities for disinvestment.
A new question on equality and health inequalities was piloted in this consultation:
4. Please provide your comments on the equality and health inequalities assessment (EHIA) and the equality and diversity considerations section for each quality statement. Please confirm any issues that have been missed and how they can be addressed by health care services and practitioners. 
Stakeholders were also invited to respond to the following statement-specific questions:
5. For draft quality statement 3 (panel germline genetic testing): Please state whether data can be collected to support monitoring take-up of panel germline testing by ethnicity.
6. For draft quality statement 4 (tumour testing (stage 3, 4)): Please state whether data can be collected to support monitoring take-up of tumour testing by ethnicity.   
[bookmark: _Hlk178602144]7. For draft quality statement 5 (treatment of high-risk stage 1, stage 2 to 4 (inclusive) ovarian cancer): Please state whether data can be collected to support monitoring the measures by age and comorbidity.
8. Implementing NICE guidelines: What are the challenges to implementing the NICE guidance underpinning this quality standard? Please say why and for whom. Please include any suggestions that could help users overcome these challenges (for example, existing practical resources or national initiatives). 
3 General comments
The following is a summary of general (non-statement-specific) comments on the quality standard.
Agreement in general with the statements included in the standard.
Query about use of inclusive language; suggestion to include ‘women’ within the statements. 
Clarify the staging system to which the standard refers (presumed to be FIGO).
Concern that statements on genetic testing may not apply in Wales.
Consultation comments on data collection
Conflicting views:
· can be collected, for all statements, from a range of records, including patient records, and records held by hospitals, departments and services.
· initial resource and service development required to standardise measurement.
Cancer registry data enables incidence and outcomes to be tracked.
Consultation comments on resource impact
Stakeholders suggested additional resources would be needed to implement statements:
· investment in laboratory capabilities and resources for genetic counselling and additional staff to support increased genetic testing capacity.
· funding and staffing for local familial cancer services; comment that lack of capacity can prevent regional clinical genetics services accepting referrals but funding and additional specialist nursing time is needed for local centres to deliver mainstream testing, counselling, and surgery when activities are delegated from clinical genetics hubs.  
· multidisciplinary coordination for local services and referral pathways. 
Potential for cost savings highlighted; risk-reducing surgery and genetic testing may lead to early intervention; standardising pathways may reduce variability in treatment outcomes and reduce some treatment-related costs.
Consultation comments on the equality and health inequalities 
Additional considerations were raised, and strategies suggested, for supporting needs relating to learning disabilities, neurodiversity, or both. 
The impact of socioeconomic status and deprivation on outcomes should be addressed by referencing specific strategies such as improving access in deprived areas or reducing costs for patients.
Issues for consideration
For discussion:
Can the committee offer any insights as to whether any statements may not apply in Wales? 
Learning disabilities, neurodiversity, or both: what additional adjustments, specific to the statements, are required? 
Are suggestions about socio-economic status and deprivation are too general to be addressed in the quality standard or should they be included under any relevant statement? If so, is there any evidence as to effective strategies?


4 Summary of consultation feedback by draft statement
Draft statement 1
Adults with a total lifetime risk of 5% or more of developing ovarian cancer have a discussion about risk-reducing surgery. [new 2025]   
Consultation comments
Stakeholders made the following comments in relation to draft statement 1:
Statement
Support for including a statement which would increase awareness of risk-reducing surgery in this high-risk cohort. 
Clarify the population; suggestion to refer to ‘known’ 5% or above risk (based on family history, known genetic mutations), and age limits.
Query about whether it is appropriate to discuss risk-reducing surgery prior to genetic testing.
Opportunity for including discussion of lifestyle behaviours (‘Making Every Contact Count’). 
Suggestion to reference British Gynaecological Cancer Society (BGCS, updated 2024)’s guideline on ovarian, tubal and primary peritoneal cancer.
Additional training in shared decision making and communication of genetic risk needed.
Suggestion that opportunistic bilateral salpingo-oophorectomy or salpingectomy is discussed when other abdominal surgery is planned in light of current resources.
Measures
Specific issues around constraints of existing systems for data collection:
· resource intensive to identify records documenting 5% lifetime risk and  whether the relevant discussion took place.
· services indicated they may be unable to easily provide the data.

It was suggested that data could be collected through:
· including the cohort on summary care or Infoflex records 
· by adding a code to record assessed risk (5%); medical letter summarising discussion or medical notes to record the discussion. 
· pathology laboratory information management systems and other related systems which can reliably collate data; some trust and laboratory IT systems store the data as non-structured text; additional or new IT systems may be needed.
· patient records, records from clinical genetics services, and MDT meetings (for the discussion of risk-reducing surgery).

Audience descriptors – healthcare professionals
Clinical psychologists should be included.
Equality and diversity considerations
Generally, there was support for the current content.
Suggestions to reference:
· British Sign Language 
· Easy Read information
· potential to work with voluntary, community and social enterprise organisations who have built trust with vulnerable health inclusion groups to address considerations which may impact on genetic testing around cultural sensitivities, and stigma around gender, help-seeking, health, and distrust of statutory services.    
Resource constraints raised, in relation to:
· scope for professional organisations to support development of a range of materials in line with the NHS Accessible Information Standard, but do not have funding to translate materials.
· translators may not be available to genetic services for translation of medical letters.
· funding needed for appropriately-skilled face-to-face translators.
Issues for consideration
For discussion:
Should statement and measure wording refer to family history and genetic mutations already being known? 
Should age thresholds be referenced in statement wording?
Where in the pathway does discussion take place relative to genetic testing?
Is advice and information about lifestyle factors (as a risk factor for ovarian cancer) given during discussion? 
Can data be collected for this statement? 
Which healthcare professionals are routinely involved?
Are any amendments needed to the E&D section? Will lack of translated information in accessible formats result in an inequality for adults with disabilities, learning disabilities, who are neurodiverse, and do not speak or read English? 
For decision:
Should this quality statement remain in the quality standard? If so, what amendments are needed?


Draft statement 2
Placeholder statement on CA125 blood test – age specific thresholds: a recent review of recommendations on the recognition of suspected ovarian cancer in NICE’s guideline on suspected cancer: recognition and referral has identified that recommendations on thresholds for referral following CA125 testing should be updated. This placeholder statement will be reviewed following publication of the updated NICE guideline recommendations.
Consultation comments
Stakeholders made the following comments in relation to draft statement 2:
Statement 
Generally there was support for a statement on this area.
Suggestion that national access to an algorithmic tool is needed.
Concern over a lack of robust data demonstrating that this area of care may improve outcomes.
Suggestions on other areas related to diagnosis should be considered: 
· reducing population- and geographic-level opportunities for diagnosis.  
· access to ultrasound and skilled sonographer / radiologist workforce.
· common language and reporting standards used for ultrasound; suggestion to use O-RADS (preferably) or IOTA-ADNEX.
Suggestion to retain statement 2 in the current quality standard on ovarian cancer (QS18) (‘women with raised CA125 have an ultrasound of their abdomen and pelvis within 2 weeks of receiving the CA125 test results’).
Suggestion to include a statement on safety netting in the standard: 
· amend statement 3 in the current QS18 (‘women with normal CA125, or raised CA125 but normal ultrasound, with no confirmed diagnosis but continuing symptoms, are reassessed by their GP within 1 month’) to highlight that reassessment is triggered by electronic safety netting measures.
· a range of supporting mechanisms was suggested, such as searching GP records to identify women with a recent normal CA125 test who are to be reviewed for persisting symptoms. 
Stakeholders suggested equity and health inequality issues that should be considered when the placeholder is reviewed; the majority around learning disabilities, neurodiversity, or both: 
· challenges around expressing symptoms (which may be vague for ovarian cancer). 
· low-uptake of screening interventions, which may result in opportunistic diagnosis of pelvic masses.  
· higher incidence of endometrial cancer, and greater risk of ovarian cancer through lack of protective factors such as pregnancy.
· vulnerable and certain health inclusion groups, particularly, groups who would not have a fixed abode and experience barriers to accessing healthcare services (including lack of GP registration). It was noted that some of these groups, such as Gypsy, Traveller, Roma, Showmen and Boaters (GTRSB) communities, experience stigma around cancer and mistrust healthcare services.
For discussion / decision:
Are the committee happy with the focus of the placeholder 
Are the committee happy with the wording of the placeholder?



Draft statement 3
Adults with a new diagnosis of high-grade epithelial ovarian cancer have panel germline testing. [new 2025]
Consultation comments
[bookmark: _Hlk178692710]Stakeholders made the following comments in relation to draft statement 3:
There was some support for the statement.
Targeted outreach and education programmes, to help increase uptake of genetic testing among adults from ethnic minority backgrounds, is an equity and health inequalities issue.
Does not align with the national genomic test directory (R207 ovarian cancer): mucinous ovarian cancer should be excluded and it is unlikely that testing for this sub-type would be added to the directory.
Conflicting views on data collection:
· [bookmark: _Hlk179366717]data can be collected where pathology laboratory information management systems and other related systems can reliably collate data; some trust and laboratory IT systems store the data as non-structured text; additional or new IT systems may be needed.
· upgraded summary care records needed. 
· data can be collected from existing data sources, such as clinical genetics records and multidisciplinary team meeting records. 
Consultation question 5
For draft quality statement 3 (panel germline genetic testing): Please state whether data can be collected to support monitoring take-up of panel germline testing by ethnicity.
Stakeholders made the following comments in relation to consultation question 5:
Support for collecting these data in principle, with concerns regarding feasibility:
· standardised and automated collection not supported as part of data collected centrally for Patient Level Monitoring Contracting returns to NHS England, by Genomic Laboratory Hubs or by mainstream services.
· hubs rely on the field being completed on the test request form and this is completed to a variable standard.
· aligning genomic hub data to ethnicity data collected from the NHS Spine was suggested as a supporting mechanism.
Issues for consideration
For discussion:
Can data be collected for this statement? 
Regarding alignment with the national genomic test directory: do the subtypes of ‘high-grade epithelial ovarian cancer’ need to be referenced in the statement? 
Is the committee aware of any examples of targeted outreach and education programmes to help increase uptake of genetic testing among adults with ovarian cancer from ethnic minority backgrounds?
Should the breakdown of the measures by ethnicity remain in the quality standard given concerns about the feasibility of data collection? 
For decision:
Should this quality statement remain in the quality standard?


Draft statement 4
Adults with a new diagnosis of stage 3 or 4 high-grade epithelial ovarian cancer have tumour testing. [new 2025]
Consultation comments
Stakeholders made the following comments in relation to draft statement 4:
Statement 
General support for this statement.
Tumour testing presents a good time to do prerehabilitation.
Targeted outreach and education programmes, to help increase uptake of genetic testing among adults from ethnic minority backgrounds, is an equity and health inequalities issue.
Conflicting views on data collection:
· data can be collected where pathology laboratory information management systems and other related systems can reliably collate data; some trust and laboratory IT systems store the data as non-structured text; additional or new IT systems may be needed.
· upgraded summary care records needed. 
· data can be collected from existing data sources, such as clinical genetics records and multidisciplinary team meeting records. 

Definitions (‘high-grade epithelial ovarian cancers’)
Add 'grade 3' to the subtypes endometrioid and mucinous.
Add ‘high grade’ to serous. 
Add ‘/dedifferentiated tumours’ after undifferentiated.
Suggestion to include Mesonephric-like adenocarcinomas. 
Consultation question 6
For draft quality statement 4 (tumour testing (stage 3, 4)): Please state whether data can be collected to support monitoring take-up of tumour testing by ethnicity.   
Stakeholders made the following comments in relation to consultation question 6 
Given expectation around reflex testing variation of testing by ethnicity is likely to reflect geographic variations in testing.  
Issues for consideration
For discussion:
Can data be collected for this statement?
Do the subtypes of ‘high-grade epithelial ovarian cancer’ need to be referenced in the statement? 
Are the committee aware of any examples of targeted outreach and education programmes to help increase uptake of genetic testing among adults with ovarian cancer from ethnic minority backgrounds?
[bookmark: _Hlk178812346]Should the breakdown of the measures by ethnicity remain in the quality standard given concerns about the feasibility of data collection? 
For decision:
Should this quality statement remain in the quality standard? 



Draft statement 5
Adults who have high-risk stage 1 ovarian cancer, or stage 2 to 4 inclusive ovarian cancer, have both surgery and chemotherapy. [new 2025]
Consultation comments
Stakeholders made the following comments in relation to draft statement 5:
Statement
Some support in principle for this statement.
Presents an opportunity for prerehabilitation.
Concern over applying it to the whole population; suggestions that surgery and chemotherapy may have less or minimal benefit to:
· some patients with stage 4 ovarian cancer at presentation (based on emerging evidence); and patients with poor performance status.
· cohort within the over 75s may benefit from receiving chemotherapy alone.
· patients who would benefit from palliative care. 
It was estimated that between 10% and 20% may not be well enough or want treatment at diagnosis. 
Statement wording does not align with all elements of shared decision making; specific suggestion to change ‘have’ to ‘should receive’. 
Suggestion to change the focus, to surgery and chemotherapy being considered        by a gynaecology MDT (at a cancer centre).
Suggestion to reference additional equity and health inequality issues:
· specific strategies to address reduced access to certain treatments in older age groups.
· impact of religion and belief on decision-making for cancer treatment and importance of healthcare professionals understanding psychosocial barriers when religious beliefs prevent use of recommended treatments. 




Measures
Data can be collected where pathology laboratory information management systems and other related systems can reliably collate data; some trust and laboratory IT systems store the data as non-structured text; additional or new IT systems may be needed.
A reasonable percentage for receiving surgery and chemotherapy should be specified. 
Data needs to be standardised to adjust for age, performance status and comorbidities.
 
Definitions
Query over whether borderline tumours should be included in the definition of ‘high-risk stage 1 ovarian cancer’ and ‘stages 2 to 4 ovarian cancer’; most people with borderline tumours are told that they do not have a cancer diagnosis. 
Suggestion to refer to ‘complete cytoreduction of macroscopic disease’ as the aim of surgery in the definition of ‘surgery’. 
Consultation question 7
For draft quality statement 5 (treatment of high-risk stage 1, stage 2 to 4 (inclusive) ovarian cancer): Please state whether data can be collected to support monitoring the measures by age and comorbidity.
Stakeholders made the following comments in relation to consultation question 7:
Treatment details are collected for the National Ovarian Cancer Audit, with the National Cancer Registration and Analysis Service.
Concern that systematic recording of age, comorbidities and details of treatment is important. 
Issues for consideration
For discussion:
[bookmark: _Hlk179368743]How should the statement be amended? Suggestions:
· keep ‘have’, but narrow the population. 
· focus on the offer of surgery and chemotherapy. 
· focus on specialist MDT discussion. 
Which approach would be the most effective in reducing variation in rates of chemotherapy and surgery among cancer units compared to cancer centres, and improving access to treatment for all groups? 
Can data be collected for the statement?
Should the breakdown of the measures by age and comorbidity remain in the QS given concerns about the feasibility of data collection and standardisation? 
Is the committee aware of examples of: 
· increasing access to surgery and chemotherapy among older adults? 
· how discussion of religion and belief in relation to cancer treatment can be approached in relation to ovarian cancer?   
Should the definitions be amended? 
· should borderline tumours be excluded from the definition of ovarian cancer (high-risk stage 1; stages 2 to 4)? 
· should the definition of surgery refer to ‘complete cytoreduction of macroscopic disease’?   
· what is the impact of amending definitions of tumours and details of treatments on measurement?
For decision:
Should this quality statement remain in the quality standard? If so, what amendments are needed?


5 Suggestions for additional statements
The following is a summary of stakeholder suggestions for additional statements.
Access to holistic services 
[bookmark: _Hlk178589661]It was noted that access to holistic services (access to allied healthcare professionals was highlighted) is not covered by the quality standard.
Access to a clinical nurse specialist was discussed at the first quality standards advisory committee meeting as a potential quality improvement area. The committee felt that this is addressed by service specifications.
Imaging
A range of priority areas for imaging, to support faster diagnosis, was suggested:
1. Define when to use MRI to characterise adnexal mass (a mass in the pelvis close to one or other side of the womb) and what protocols to use.
2. Consideration of ‘straight to CT’ in postmenopausal adults with:
a. non-specific abdominal pain, bloating or change in bowel habit.
b. significantly raised CA125 (level to be determined)

Suggestion 1 was raised at topic engagement and presented to the quality standards advisory committee; however it was not prioritised for inclusion in the quality standard.
Regarding 2a, the committee discussed strategies to support diagnosis at an early stage, noting during the discussion prevalence of non-specific symptoms, and suggested a statement on improving recognition of symptoms by the public and healthcare professionals but this was not progressed. 

2b was prioritised at the first quality standards advisory committee meeting. A statement was explored by NICE’s technical team after the meeting; however it could not be progressed because supporting recommendations could not be identified.
New guidance / updated recommendations / research
Stakeholders suggested new or updated guidance and research is needed in the following areas:
Guidance on follow-up after fertility-preserving surgery. 
Incorporation of the principles of person-centred care and access to holistic services (access to allied healthcare professionals; prerehabilitation, rehabilitation) in NICE’s guidance on gynaecology. 
Update to NICE’s guideline on ovarian cancer to align with more recent non-NICE guidance.
Research on the outcome of screening all women age over 40 registered as being affected by a learning disability or neurodiversity presenting with abdominal symptoms or signs not evidently linked to ovarian or gastrointestinal malignancy. 
Additional guidance, the updating of recommendations in NICE guidance and recommendations for research are outside of the remit of quality standards. Suggestions for additional guidance will be passed to our Surveillance and Topic Intelligence Team who support the delivery of topic prioritisation across NICE
People’s experience (principles of person-centered care)
Areas relating to the experience of adults with ovarian cancer on the cancer pathway (specifically, person-centred care) were suggested by stakeholders. 
These suggestions have not been progressed as they are included in NICE’s quality standard on patient experience in adult NHS services (QS15). 
Prerehabilitation 
A stakeholder commented that prerehabilitation and rehabilitation are important parts of the cancer pathway, and suggested including a statement on prehabilitation.
Prerehabilitation was discussed at the first quality standards advisory committee meeting but this area was not prioritised. 
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[bookmark: _Toc357694781]Appendix: Quality standard consultation comments table – registered stakeholders

	ID
	Stakeholder
	Section
	Comments


	1
	British Gynaecological Cancer Society
	General comments

General
	Thank you for adding ‘women’ back to the document, albeit in about one place, given most people with a diagnosis of ovarian cancer no longer have ovaries shortly after their diagnosis.  Use of non-sexed language can be incredibly distressing to many women with ovarian cancer, due to loss of fertility and sense of femininity, for women of any age after hysterectomy/oophorectomy.  This is compounded by a sudden surgical menopause. Not them referring the vast majority of those with ovarian cancer as women risks adding to this distress.  It would be more appropriate to use the terms women throughout the document, rather than people/adults. 50% of adults are not at risk of ovarian cancer, because they are male.  I note that NICE guidelines from prostate cancer still refer to people with prostate cancer as men and I am uncomfortable with the erasure of women as a term in women’s healthcare.  However, it is important to acknowledge that it is not only women for whom it is necessary to access women’s health and reproductive services to maintain their gynaecological health and reproductive wellbeing. Gynaecological services and delivery of care must therefore be appropriate, inclusive and sensitive to the needs of those individuals whose gender identity does not align with the sex they were assigned at birth.  Using initially inclusive statements then mainly ‘women’ is in line with guidance from the Royal College of Obstetricians and Gynaecologists, would seem more appropriate and in line with male-specific NICE documents.

This is because exclusive use of gender-neutral terms can make health-related information more difficult to understand and risks discriminating against those with lower health literacy, socio-economic status, educational attainment or intellectual disability, those with English not as their first language, and those from conservative religious backgrounds, thereby acting to exclude more people, especially those from vulnerable groups [Gribble KD, Bewley S, Bartick MC, Mathisen R, Walker S, Gamble J, Bergman NJ, Gupta A, Hocking JJ, Dahlen HG. Effective Communication About Pregnancy, Birth, Lactation, Breastfeeding and Newborn Care: The Importance of Sexed Language. Front. Glob. Womens Health 2022;3:818856.]

	2
	British Society of Urogenital Radiology 
	General

General
	A general point - they refer to stage but do not state which staging system. Presume FIGO but this needs to be specified

	3
	British Society of Urogenital Radiology 
	General

General
	Priority areas from an imaging point of view as follows - 
· Supporting measures to enable faster diagnosis in line with GIRFT principles – 
· wider access to US imaging and skilled sonographer/radiologist workforce
· US reports to use a common language and minimum reporting standard - e.g. O-RADS for US (preferred) or IOTA Adnex reporting lexicon - to enable the next most appropriate test/management/follow up to be arranged after US
· consider straight to CT if post menopausal and significantly raised Ca 125 - levels to be defined
· consider if straight to CT if postmenopausal presenting with non-specific abdo pain/bloating/CIBH  
· to reduce geographic/population based variation in opportunities for diagnosis
· define when to use MRI for adnexal mass characterisation and what protocols to use


	4
	UK Cancer Genetics Group 
	General

General
	We feel overall that this draft quality standard accurately reflects key areas for quality improvement but that the specific outcome measures would require upfront resource and service development to ensure they could be measured in a standardised way with available resource. 

	5
	Institute of Biomedical Science
	Question 1 

Question 1
	Yes


	6
	Institute of Biomedical Science
	Question 2 – data collection  

Question 2
	Yes, where the pathology LIMS and other related systems have a method to store this data in a structured format that could be reliably collated. However not all systems are the same and some organisations will require additional [new] IT systems that allow data collation.

	7
	Royal College of General Practitioners
	Question 2 – data collection  

Question 2
	Yes, data for the proposed quality measures can likely be collected locally:
· Data Sources: Data can be collected from patient records, clinical genetics records, and multidisciplinary team meeting records for documenting discussions about risk-reducing surgery and genetic testing (panel germline and tumour testing).
· Data for Treatment Monitoring: Local hospital and oncology department records can track the use of surgery and chemotherapy, while cancer registries may provide additional data points on incidence and outcomes​

	8
	British Gynaecological Cancer Society
	Question 3 – resource impact

Question 3
	Presently we have no funding to deliver a familial risk service locally and at a regional level the clinical genetics department have stopped referrals due to lack of capacity.  We could have this service locally, but would require additional specialist nursing time for main-streaming, counselling and then surgery.  This has been delegated for clinical genetics hubs down to centres, but without monies following this activity.

	9
	Institute of Biomedical Science
	Question 3 – resource impact

Question 3
	Yes, where reflex test is already undertaken.  Organisations/department that do not do this will require additional staffing resources to meet the proposed standards due to the extra testing and data collection requirements.


	10
	Royal College of General Practitioners
	Question 3 – resource impact

Question 3
	The quality statements seem achievable, but there are specific resource requirements:
· Training Needs: Healthcare professionals may need additional training in shared decision-making and genetic risk communication.
· Increased Testing Capacity: Implementing panel germline and tumour testing may require investment in laboratory capabilities and genetic counselling resources.
· Multidisciplinary Coordination: Local services need effective multidisciplinary teams and referral pathways

Potential Cost Savings:
· Preventive Measures: Investment in genetic testing and risk-reducing surgeries could lead to early interventions that prevent costly treatments for advanced-stage cancer.
· Efficient Resource Utilisation: Standardising care pathways could reduce the variability in treatment outcomes and potentially reduce costs associated with prolonged or inappropriate treatments

	11
	British Gynaecological Cancer Society
	Question 4 – EHIA question (pilot)

Question 4
	More funding to support adequately skilled F2F interpreters is required.


	12
	Institute of Biomedical Science
	Question 4 – EHIA question (pilot)

Question 4
	No issues identified.


	13
	Ovacome
	Question 4 – EHIA question (pilot)


Question 4
	Comments on EHIA

Religion or belief:

Evidence to suggest religion can impact on decision making in cancer treatment
The Influence of Patient and Provider Religious and Spiritual Beliefs on Treatment Decision Making in the Cancer Care Context - Elizabeth Palmer Kelly, Brian Myers, Brent Henderson, Petra Sprik, Kelsey B. White, Timothy M. Pawlik, 2022 (sagepub.com)

Understanding the psychosocial barriers which exist when religious beliefs prevent recommended treatments.  Ensuring patient voice is heard and belief systems understood in the context of treatment (religions which don’t allow medical interventions, religions which restrict porcine products which may be present in treatment).

Inclusion health and vulnerable groups (for example, vulnerable migrants, people experiencing homelessness, people in contact with the criminal justice system, sex workers, Gypsy, Roma and Traveller communities, young people leaving care and victims of trafficking):

Having no fixed abode, so lack of registration to GP and access to healthcare systems for diagnosis.  Cultural stigma in GRTSB around cancer and mistrust of healthcare systems leads to late diagnosis.

Overall comment:

Overall, how is it proposed that one lay member with lived experience be able to comment on the broad intersectionality of health inequalities within ovarian cancer care? Might a lay panel be more appropriate to avoid perspective bias?

Comments on equality and diversity considerations in draft quality standards document

Statement 1:

Include British Sign Language into interpreting needs
- Easy read information
- Considerations in relation to cultural sensitivities and stigma around health, gender, help-seeking and mistrust of statutory services e.g in Gypsy, Roma and Traveller communities, and how this might impact on genetic testing.  Potential to work with Voluntary, Community and Social Enterprise organisations who have built trust. 

	14
	Ovarian Cancer Action
	Question 4 – EHIA question (pilot)


Question 4
	Race – One of our IMPROVE UK QI projects, the DEMO project, looked at racial inequality in accessing genetic testing. This should be a key metric and note that this is mentioned as a question in the draft. We hope that services can input into how this would be measured/ monitored so work can be done in areas where the discrepancy is highest. 

	15
	Royal College of General Practitioners
	Question 4 – EHIA question (pilot)

Question 4
	The EHIA seems comprehensive but there are areas for improvement:
· Race and Ethnicity: Although the draft mentions variations in genetic testing uptake by ethnicity, it could benefit from more explicit strategies to address these disparities, such as targeted outreach and education programs.
· Socioeconomic Status: The document recognizes disparities in outcomes by socioeconomic status but lacks specific strategies to address these, such as improving access in deprived areas or reducing costs for patients.
· Age Disparities: It is acknowledged that older patients are less likely to receive certain treatments. The guidance should include more proactive recommendations to reduce these inequalities

	16
	Royal College of General Practitioners
	Equality & health inequalities – general

Question 1
	The draft quality standard covers several key areas for quality improvement in ovarian cancer management:
· It is important to consider ovarian cancer and relevant investigations with every presentation of abdominal symptoms in women and also consider the needs of people with learning disability and neurodiversity who are:
1) Often omitted in discussions on equality and diversity, 
2) Have difficulties with communication especially about health needs 
3) Affected by manifestations of ill health which are dependent on the intrinsic abilities and characteristics of each person  
4) Adversely affected by social policy including the use of virtual consultations and IT.

· Risk-Reducing Surgery: The focus on discussions about risk-reducing surgery for adults with a lifetime risk of 5% or more aligns with improving preventive care.
· Genetic Testing: Emphasis on panel germline testing for adults newly diagnosed with high-grade epithelial ovarian cancer and tumour testing for stage 3 or 4 cancers is vital for identifying genetic risks and tailoring treatment.
· Combined Treatment Approach: The recommendation for both surgery and chemotherapy for high-risk stage 1 or stages 2-4 ovarian cancers supports evidence-based practice.

These areas reflect significant aspects of care that can improve outcomes, particularly by focusing on early detection, tailored treatment approaches, and risk management.

	17
	Royal College of General Practitioners Special Interest Group on Learning Disability
	Equality & health inequalities – general

Statement 2
	Does this draft quality standard accurately reflect the key areas for quality improvement?
No because it makes no mention of the needs of people with learning disability and neurodiversity who:
1) are often omitted in discussions on equality and diversity, 
2) have difficulties with communication especially about health needs 
3) are affected by manifestations of ill health which are dependent on the intrinsic abilities and characteristics of each person  
4) are adversely affected by social policy including the use of virtual consultations and IT.

We know that people with LD and/or neurodiversity have a lower uptake of cervical screening and screening mammography and present late with symptoms of significant pathology. We know that people with LD have a higher incidence of endometrial cancer (1) They are less likely to be affected by pregnancy, lactation and the COCP, considered to be protective for ovarian cancer. There is no accurate population study of the incidence of ovarian cancer and no comparative data for people with LD or neurodiversity other than that late presentation and worse prognosis is more common in those with LD/Neurodiversity. (1)
CKS(NHS) 2023 Ovarian Cancer states:
· Ovarian cancer should be suspected and tests carried out (CEA) in any woman (particularly if over 50 years of age) if any of the following symptoms are persistent or frequent (particularly more than 12 times per month):
· Abdominal distension (bloating).
· Feeling full (early satiety) and/or loss of appetite.
· Pelvic or abdominal pain.
· Increased urinary urgency and/or frequency. 
· Ovarian cancer should also be suspected and tests carried out in any woman over 50 years of age if she has had symptoms suggestive of irritable bowel syndrome within the last 12 months.

and yet we know that patients with LD/Neurodiversity, due to expressive and receptive problems with communication, have difficulty with expressing these symptoms (2) which are vague in nature and on presentation also require further questioning. The low cervical smear rate suggests that the opportunistic finding of pelvic masses is less likely in people with LD/Neurodiversity.

These problems cannot be addressed simply by publication of Easy Read Literature. Health care professionals need to be repeatedly reminded through NHS publications such as NICE Guidelines of the importance of 
· Registering everyone with LD/Neurodiversity on medical records 
· Alerting all NHS staff to the needs of people with LD/Neurodiversity by education such as Oliver McGowan training. 

We also suggest that a valuable piece of research would involve the outcome of screening all women over the age of 40 registered as being affected by LD or neurodiversity presenting with any abdominal symptoms or signs not evidently due to ovarian or gastrointestinal malignancy. (The age of 40 rather than 50 mentioned in CKS addresses the premature ageing and menopause of people with LD) 

References 
1) Ward L McK et al 2024 BMJ Open 14:e084421
2) Cuypers M et al 2022 Cancer 128(6) 1267
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	UK Cancer Genetics Group 
	Equality & health inequalities – general

Equity and diversity
	NHS England’s Accessible Information Standard or the equivalent standards for the devolved nations set out how additional communication and information provision needs relating to a disability, impairment or sensory loss can be supported to facilitate the discussion. Services should follow these guidelines but in practice there may not always be local resource to supply different materials although clinical genetic services are experienced in supporting individuals with learning impairment. 

Resource would be required to develop the translation of accessible literature in multiple languages – UKCGG could help support this activity in terms of developing resources and disseminating nationally but do not have a budget to fund translation. Interpreters are available to services for face to face or telephone calls but not necessarily for translation of letters. This would need to be reviewed on a local basis.
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	British Gynaecological Cancer Society
	Question 8 – challenges of implementing NICE guidance underpinning the standard 

Question 8
	Funding and trained staff for specialist familial risk clinics and mainstream testing/counselling outside of clinical genetics; theatre capacity and HDU/ITU capacity and routine COOP joint care for those over 70 years.  Routine oncogeriatric assessment (adequate numbers of trained staff/funding for posts)

Analyst’s note: confirmed with BGCS that ‘COOP’ stands for ‘care of the older person’.
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	Institute of Biomedical Science
	Question 8 – challenges of implementing underpinning NICE guidance

Question 8
	No issues whether reflex test is done, and data can be collected.  The challenges are the variety of trust and laboratory IT capabilities and the lack standardisation.
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	Royal College of General Practitioners
	Question 8 – challenges of implementing underpinning NICE guidance

Question 8
	· Resource Limitations: Local services may face challenges such as limited access to genetic counselling and testing, lack of trained personnel, or insufficient laboratory capacity for tumour testing.
· Data Collection and Standardisation: Consistently capturing and reporting data across different localities may be challenging, particularly for smaller or less-resourced services.
· Healthcare Inequalities: Ensuring equitable access across different patient groups, including those from ethnic minorities or lower socioeconomic backgrounds, is a challenge. Strategies like targeted outreach, community engagement, and financial support could help mitigate these issues​.
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	British Gynaecological Cancer Society
	Statement 1 – general 

Statement 1
	Suggest also reference BGCS ovarian cancer guidelines update:  doi:10.1016/j.ejogrb.2024.06.025
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	National Strategic Clinical Network for Cancer (Cancer Network) – NHS Wales Executive
	Statement 1 – general 


Statement 1
	Opportunity for Making Every Contact Count – Healthy lifestyle behaviour change (reduce drinking, stop smoking, weight management, activity and mental wellbeing). 
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	NHS England. Genomics Unit
	Statement 1 – general 


Statement 1
	Quality statement 1: Adults with a total lifetime risk of 5% or more of developing ovarian cancer have a discussion about risk-reducing surgery. [new 2025]

The total lifetime risk of 5% or more is stated in the Quality Standard as being calculated based on either:

1) presence of a pathogenic variant associated with familial ovarian cancer or 
2) a strong family history of ovarian cancer (1 or more first-degree relatives (for example, a grandmother, sister or daughter) on the same side of their family (the mother’s or father’s side of the family) with ovarian cancer.
In relation to 1), the current eligibility criteria for germline testing for familial ovarian cancer is for people who have ovarian cancer.  Therefore unaffected people who have never had ovarian cancer would only know they have a pathogenic variant associated with a familial ovarian cancer where they had testing as part of cascade testing from an affected relative.  

[bookmark: _Hlk178090829]In relation to 2), is there evidence to support that having one first degree relative affected with ovarian cancer has a lifetime risk of 5% and is it appropriate to discuss risk reducing surgery prior to genetic testing? 
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	Ovarian Cancer Action
	Statement 1 – general 

Statement 1
	We support increasing the awareness of risk-reducing surgery in the mentioned high-risk cohort. We have concerns over how this will work in practice with current resource e.g. waiting times. We would support the inclusion of discussing opportunistic BSO/ salpingectomy (at time of other abdominal surgery) as a way of reducing the need for separate surgery and resultant costs. 
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	British Gynaecological Cancer Society
	Statement 1 – measures (data collection) 

Question 2
	QS1 will be difficult to measure as many with an increased risk are not aware of their risk, so the denominator is difficult.  Perhaps it would be better to say ‘of those with known 5% or more risk of ovarian cancer due to family history and/or known genetic mutations’.  Also how easily extractable will these data be for m existing health records?  Also should this have an age limit on it, since we would not recommend RRBSO for those under 40/45 or even 50 depending on the FHx/underlying genetic mutation.  This statement is in line with the BAGP/BGCS consensus statement on genetic testing.

Could these patients be included n SCR/infoflex data, although obviously wouldn’t need to be seen within CWT standards?  This would be the easiest way of recording these data with some accuracy.
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	UK Cancer Genetics Group 
	Statement 1: measures

Statement 1:
Adults with a total lifetime risk of 5% or more of developing ovarian cancer have a discussion about risk-reducing surgery.
	At the moment it would be difficult for family history or genetics services could easily pull out this data as it would require a manual trawl of patient notes to identify those assessed at 5% lifetime risk and to note whether the relevant discussion took place: which would be very resource intensive. Some services have indicated there would be no way they could currently identify these patients from existing systems to know which notes to check. If services were aware in advance that this data would be required, it is possible they would be able to implement local solutions to be able to capture this data prospectively, such as coding this information in such a way that an automated search of patient records could pull the data out with supporting evidence of the discussion/information given which took place at risk assessment. This would need to include coding to capture all patients at 5% and a standardised way of monitoring whether the discussion took place from either a “tick” in electronic records or a medical letter summarising the discussion or the medical notes.  This would require some up front resource locally to embed the digital infrastructure for data capture. Without resource to develop the infrastructure to provide the information easily, services have indicated they could not supply this. 
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	The Association of Clinical Psychologists (UK)
	Statement 1 – audience descriptors 

Statement 1
	Page 6 Under the subheading, Healthcare professionals, ACP-UK would like to see clinical psychologists specifically included. Clinical psychologists often work with patients to support them in making decisions in relation to risk-reducing surgeries in clinical health psychology contexts and are well-placed to offer support of this nature.
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	British Gynaecological Cancer Society
	Statement 2 – general 

Statement 2
	Sensible but would need access to an algorithmic tool, which we do not have currently access to country-wide; also the data for this improving outcomes is pretty shaky at a population level
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	Ovarian Cancer Action
	Statement 2 – general 

Statement 2

	We cannot comment as this is a placeholder, but support NICE taking the time to accurately put this statement together. It remains a priority for improving outcomes and we look forward to seeing the final statement to ensure the system is better placed to catch patients and diagnose ovarian cancer earlier.
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	Target Ovarian Cancer
	Statement 2 – general

Question 1
	Safety Netting 

The quality standard does not reflect the vital role in safety netting in the diagnosis of ovarian cancer. We would suggest that existing QS3 be retained and updated to the following 

Title: Safety netting symptomatic women

Electronic safety netting measures are put in place to reassess within 1 month women with normal CA125, or raised CA125 but normal ultrasound, with no confirmed diagnosis but continuing symptoms.

Safety netting is a key component of early diagnosis. Target Ovarian Cancer’s Breaking Down Barriers work, in partnership with the NHS, tested different safety netting interventions to flag women with possible ovarian cancer symptoms. The results of the safety netting interventions outlined below show an exceptionally positive regard from primary care staff who tested and rated tools and frameworks to support earlier diagnosis of ovarian cancer. This demonstrates the need for safety netting to be a key component in early diagnosis guidance.

Clinical IT alerts
Using algorithms on existing clinical software helps to alert GPs to common misdiagnosis, such as IBS. Our project which launched our safety netting tool, spanning across 10 PCNs, helped GPs to spot and diagnose ovarian cancer.

100 per cent of primary care colleagues in our pilot sites agreed that the clinical IT alert helped professionals consider ovarian cancer as a possible diagnosis, was simple to use and was a tool they wanted to keep on their system after project activity closed. 

Retrospective audit search
Another safety netting intervention involved an audit that looked at readdressing possible misdiagnosis retrospectively across the previous six months. Women who had been coded with possible ovarian cancer symptoms or common misdiagnosis who had no recent record of a CA125 were contacted with health advice and instruction to revisit primary care should symptoms persist.
92 per cent of primary care staff agreed that this audit exercise helped to identify possible misdiagnosis.
 
CA125 safety netting
A third intervention based involved reviewing the clinical record and contacting women with a recent normal CA125 result. Women contacted were given health advice about ovarian cancer symptom presentation, and advice on what to do should symptoms be persistent.  
 100 per cent of respondents found the normal CA125 monitoring a worthwhile exercise for them and their patients.100 per cent of respondents felt this helped to provide an effective safety netting system for women.

Access to ultrasound 
We recommend that the QS2 from the 2012 quality standard be retained: Women with raised CA125 have an ultrasound of their abdomen and pelvis within 2 weeks of receiving the CA125 test results.

There is significant variation in how rapidly ultrasounds are performed in primary care, even when requested as urgent (https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0159725). 11 per cent of women are waiting more than 32 days to have an ultrasound( Target Ovarian Cancer, Pathfinder 2022) 

Keeping this quality standard would help would ensure that the NG12 guidelines are met, where urgent cancer investigation is advocated if risk was >3% (it far exceeds in women with raised CA125 https://journals.plos.org/plosmedicine/article?id=10.1371/journal.pmed.1003295) 

This would be a measurable standard as it can be assessed both at the GP level, regional level and national level. It is achievable and would produce benefits for patients in terms of more rapid diagnosis (if ovarian cancer) or reassurance (if not cancer).
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	UK Cancer Genetics Group 
	Statement 2: general

Statement 2: CA125 blood test – age specific thresholds:
	This is not within the remit of clinical genetics services and we will not comment on this. 

	33
	British Gynaecological Cancer Society
	Statement 3 – general

Statement 3
	This is in line with the BAGP/BGCS consensus statement and BGCS ovarian cancer guidelines.  Need upgrade of SCR database to be able to measure this though [analyst note: link to BAGP/BGCS consensus statement removed and added to document title]
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	UK Cancer Genetics Group 
	Statement 3 – general, definitions and question 5

Statement 3: Panel germline genetic testing for high-grade epithelial ovarian cancer
	This guidance is not aligned with the current UK National Genomic Test Directory National genomic test directory testing criteria for rare and inherited disease (england.nhs.uk) R207 germline ovarian gene panel criteria. 

Quality standards definition: High-grade epithelial ovarian cancer This covers the following types, stage 1 to 4 inclusive: • Carcinosarcoma. • Clear cell. • Endometrioid. • Mucinous. • Serous. • Undifferentiated.

Test directory eligibility: 1. High grade non mucinous epithelial ovarian cancer (EOC) OR serous tubal intraepithelial carcinoma (STIC)at any age

We will not be able to offer germline panel testing to women outside of the test directory criteria e.g. we will not test mucinous ovarian cancer.

It would be helpful to align the guidance to what can be actually offered through the test directory eligibility criteria. We do not think the test directory will accept testing mucinous OC given the low mutation pick up.

Our colleagues in Wales have noted that in Wales germline BRCA1/2 are offered but not the panel suggested. Does this guidance apply across devolved nations? 

We do not think that ethnicity data is well captured by the Genomic Laboratory Hubs or mainstream testing services and again resource would be required to implement ethnicity data capture in all women being tested in a uniform way. We think it should be possible to capture this data and would support this being a valid question – but it is currently dependent on the person filling out the test request form to specify (and this field is not filled out well) or would need the GLH data to be aligned with ethnicity data from the NHS Spine. 
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	British Gynaecological Cancer Society
	Statement 3 – question 5

Question 5
	Difficult to know how you would collect these data, other than by a manual audit, as these fields are not currently included in the SCR database. This would require SCR upgrade to include tumour testing and counselling.
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	Institute of Biomedical Science
	Statement 3 – question 5

Statement 3
	(Question 5 above)
This is dependent on individual trust and laboratory IT systems.  Some LIMS systems store this information as non-structured text data which precludes retrospective searches to gather the required data.  
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	NHS England, Genomics Unit
	Statement 3 – question 5

Question 5
	We don’t think it is possible for Genomic Laboratory Hubs to collect data on testing by ethnicity as the systems are not in place to automatically collect this information.  Currently we don’t collect this information centrally as part of the Patient Level Monitoring Contracting returns to the NHSE Genomics Unit.
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	Royal College of General Practitioners
	Statement 3 – question 5

Question 5
	Yes, data can be collected to monitor the uptake of panel germline testing by ethnicity. Local services could use hospital records, genetic testing services, and cancer registries to collect this data. 
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	British Gynaecological Cancer Society
	Statement 4 – general
	This is in line with the BAGP/BGCS consensus statement and BGCS ovarian cancer guidelines.  Need upgrade of SCR database to be able to measure this though [analyst note: link to BAGP/BGCS consensus statement removed and added to document title] 
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	National Strategic Clinical Network for Cancer (Cancer Network) – NHS Wales Executive
	Statement 4 – general

Statement 4
	Opportunity for prehabilitation 
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	UK Cancer Genetics Group 
	Statement 4 – general

Statement 4
	This is not within the remit of clinical genetics services and we will not comment on this.
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	The British Association of Gynaecological Pathologists
	Statement 4 – definitions

Statement 4 
	The list of high grade epithelial ovarian cancers should read: 
Carcinosarcoma. • Clear cell. • Grade 3 endometrioid. • Grade 3 Mucinous. • High grade Serous. • Undedifferentiated/dedifferentiated
We also feel that Mesonephric-like adenocarcinoma should be included in this list given its recent inclusion as a histotype and its known aggressive behaviour.
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	British Gynaecological Cancer Society
	Statement 4 – question 6

Question 6
	Difficult to know how you would collect these data, other than by a manual audit, as these fields are not currently included in the SCR database. This would require SCR upgrade to include tumour testing and counselling.
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	Institute of Biomedical Science
	Statement 4 – question 6

Statement 4
	(Question 6 above)
This is dependent on individual trust and laboratory IT systems.  Some LIMS systems store this information as non-structured text data which precludes retrospective searches to gather the required data.  
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	Royal College of General Practitioners
	Statement 4 – question 6

Question 6
	Yes, similar to statement 3, local data sources such as hospital records, oncology services, and pathology departments could be used to monitor the uptake of tumour testing by ethnicity. The data could be complemented by national cancer audit databases​
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	The British Association of Gynaecological Pathologists
	Statement 4 – question 6
	This is beyond the remit of pathology.  However, given the expectation of reflex testing, any variation in testing by ethnicity will probably reflect geographic variations in testing.
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	British Gynaecological Cancer Society
	Statement 5 – general

Statement 5
	Whilst surgery plus chemo is standard of care and should be considered for every patient, there are clearly some patients where it would be inappropriate to have either and palliation is best. The argument for all with stage 4 disease to have combination of chemo AND surgery is less well supported – there are data coming out from Karolinska that show that surgery may be of minimal benefit to some with stage 4 disease at presentation (name redacted – personal communication).  The rather bold statement that all should have surgery is counter to the second half of shared decision-making.  Probably 10-20% of patients are not well enough or do not want treatment at diagnosis, let alone radical surgery.  This should be more nuanced. Looking at the IMPRESS data for the over 75, there are a cohort that do worse with upfront surgery and a cohort that do well with just chemotherapy, so a one-size fits all isn’t helpful.  Certainly everyone should be considered by a gynaecological MDT, rather than decisions made at a unit level, as units have much lower surgery/chemo rates that centres. This data will need standardising for age and PS/co-morbidities, which vary greatly across the country.
CT Chest is required as part of the staging of Ovarian cancer and should be included with CT Abdomen and pelvis.

Peritoneal deposits - the aim should be to excise and not biopsy these where possible. Ie where surgical resection is feasible then this is optimal management. 

Aim of surgery should be complete cytoreduction of macroscopic disease.
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	National Strategic Clinical Network for Cancer (Cancer Network) – NHS Wales Executive
	Statement 5 – general 

Statement 5
	Opportunity for prehabilitation
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	UK Cancer Genetics Group 
	Statement 5 – general

Statement 5: Treatment of high-risk stage 1 or stage 2 to 4 (inclusive) ovarian cancer 
	This is not within the remit of clinical genetics services and we will not comment on this.
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	Ovacome
	Statement 5 – definitions

Statement 5: Treatment of high-risk stage 1 or stage 2 to 4 (inclusive) ovarian cancer
	Draft quality statement 5: borderline ovarian tumours (BOT) are listed under ‘High-risk stage 1 ovarian cancer’ and ‘Stage 2 to 4 ovarian cancer’. This may be confusing for people with borderline ovarian tumours or for friends and family members of people with this diagnosis, as they are likely to have been told that this is not a cancer diagnosis. Including BOT under these headings also means that chemotherapy is suggested. The British Gynaecological Cancer Society (BGCS) ovarian, tubal and primary peritoneal cancer guidelines: Recommendations for practice update 2024 states that ‘There is no proven value of cytotoxic chemotherapy in patients with BOT’. The guidelines also state that ‘Recurrent BOT should be treated surgically, if feasible, since response to chemotherapy is poor’.
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	British Gynaecological Cancer Society
	Statement 5 – question 7

Question 7
	Treatment details are being collected via the national ovarian cancer audit with NCRAS.  Patients with stage 4 disease may do better without surgery, as may others with poor PS, so some qualifying statement to this would be appropriate, or a reasonable % for combination treatment (se NOCAFP data)
BGCS would like to raise that the quality standards say patients ‘should receive’ surgery plus chemo. 
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	Institute of Biomedical Science
	Statement 5 – question 7

Question 7
	(Question 7 above)
This is dependent on individual trust and laboratory IT systems.  Some LIMS systems store this information as non-structured text data which precludes retrospective searches to gather the required data.  
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	Royal College of General Practitioners
	Statement 5 – question 7

Question 7
	Yes, data on treatment measures by age and comorbidity can be collected from patient medical records, hospital databases, and cancer registries. This data would require local healthcare providers to document age, comorbid conditions, and treatment details systematically
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	British Society of Urogenital Radiology 
	Additional areas

General
	Also, it would be helpful to have guidelines on how to follow up patients who have had fertility preserving cancer surgery.
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	National Strategic Clinical Network for Cancer (Cancer Network) – NHS Wales Executive
	Additional areas 
	This quality statement is primarily focused on surgery/medical aspects. Other areas of the cancer pathway should be recognised and evidenced (e.g. importance of prehabilitation and rehabilitation) importance of person-centred care and access to holistic services (e.g. Allied Health Professionals -AHPs) Is there an opportunity to address this? Can these principles be also incorporated into other Gynea NICE guidance? 
Should prehab be a quality standard in itself and there is evidence that it makes a significant different to outcomes and quality of life? Could be a standalone statement. It also addresses health inequalities and links with deprivation/vulnerable and outcome disparities due to differences in lifestyle behaviours. 
In terms of the process of writing these proposals, could AHPs be integrated as standard into the consultation or if something happening in Cancer, ensure inclusion of a Welsh representative.
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	Royal College of Nursing
	N/A
	No comment
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	Society of Radiographers 
	N/A
	No comment


Note: Comments received in the course of consultations carried out by NICE are published in the interests of openness and transparency, and to promote understanding of how quality standards are developed. The comments are published as a record of the submissions that NICE has received, and are not endorsed by NICE, its staff or its advisory committees.


Registered stakeholders who submitted comments at consultation
Association of Clinical Psychologists (ACP-UK)
British Association of Gynaecological Pathologists (BAGP)
British Gynaecological Cancer Society (BGCS)
British Society of Urogenital Radiology
Institute of Biomedical Science
NHS England, Genomics Unit
NHS Wales Executive - National Strategic Clinical Network for Cancer
Ovacome
Ovarian Cancer Action
Royal College of General Practitioners 
Royal College of General Practitioners, Neurodiversity Special Interest Group
Royal College of Nursing – no comment response
Society of Radiographers – no comment response
Target Ovarian Cancer
UK Cancer Genetics Group
 
