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	Quality standards advisory committee 1 meeting
Date: Thursday 4 April 2019

Location: NICE office, Level 1a City Tower, Piccadilly Plaza, Manchester, M1 4TD
	Morning session: Hearing loss (adult onset) – review of stakeholder feedback
Afternoon session: Lyme disease – review of stakeholder feedback
Minutes: Final 


	Attendees

	Quality standards advisory committee 1 standing members:
Bee Wee (chair), Simon Baudouin, Phillip Dick, Sunil Gupta, John Jolly, Teresa Middleton, Ian Reekie, Anita Sharma, Hazel Trender, Hugo Van Woerden, Jane Scattergood, Liz Wigley, Linda Parton, Umesh Chauhan 

	Specialist committee members:

	Morning session – Hearing loss (adult onset):
Katherine Harrop-Griffiths, Mark Sweeney, Jane Wild
	Afternoon session – Lyme disease:
Nick Beeching, Robin Brittain-Long, Nick Davies, Stella Huyshe-Shires, Caroline Rayment

	NICE staff
Mark Minchin (1-15), Sabina Keane (1-7), Julie Kennedy (1-7), Ian Mather (1-7), Rachel Gick (8-15), Nicola Greenway (8-15), Laura Worthington (1-15)
NICE observers
Alison Tariq (8-15)

	

	Apologies 
Gita Bhutani (vice-chair), Jane Dale, Nicola Hobbs, Julia Garlick (SCM Hearing loss), Saul Faust (SCM Lyme disease), Veronica Hughes (SCM Lyme disease)
 

	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 review stakeholder comments on the hearing loss (adult onset) quality standard.
The Chair informed the committee that Tim Fielding has now retired from QSAC 1. The committee thanked Tim for his invaluable contribution on the committee. 

	2. 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 in the morning session was the hearing loss (adult onset): specifically;
· Ear wax removal

· Immediate or urgent referral for specialist medical care

· Referral for audiological assessment

· Provision of hearing aids

· Face-to-face follow-up audiology appointment.

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 during the morning session. The Chair asked the specialist committee members to verbally declare all interests. 

	3. Minutes from the last meeting

	The committee reviewed the minutes of the last QSAC1 meeting held on Thursday 6 December 2018 and confirmed them as an accurate record.

	4.1 Recap of prioritisation meeting and discussion of stakeholder feedback

	SK provided a recap of the areas for quality improvement prioritised at the first QSAC meeting for potential inclusion in the hearing loss (adult onset) draft quality standard. 

SK summarised the significant themes from the stakeholder comments received on the hearing loss (adult onset) draft quality standard and referred the committee to the full set of stakeholder comments provided in the papers.

	4.2 Discussion and agreement of amendments required to quality standard

	Draft statement 1:
Adults with earwax contributing to hearing loss or other symptoms, or preventing ear examination, have earwax removal in primary care or community ear care services

	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

The committee discussed the statement’s wording and a stakeholder’s suggestion to refer to ‘settings’ rather than ‘care services’. It was agreed that the current statement wording was clear and should be retained as is. 

The committee discussed locally agreed referral pathways, it was agreed that this should be added as another structure measure.
The committee acknowledged the importance of timely ear wax removal but as there is no timeframe in NICE NG98 recommendation 1.2.1 it was agreed that this could not be included to the statement wording. The importance of timely removal should however be included in the rationale. 

The committee discussed the importance of removing ear wax removal in order to take ear canal impressions. The committee requested that this information is included in the rationale.   

The committee also requested that the process measure should specify adults rather than people to ensure consistency with the other process measures in this quality standard. 

Action: NICE team to add a structure measure on locally agreed referral pathways. 

Action: NICE team to add the importance of timely ear wax removal in the rationale.

Action: NICE team to add the need for taking ear canal impressions in the rationale. 

Action: NICE team to specify adults in the process measure.

	Draft statement 2:
Adults with sudden onset or rapid worsening of hearing loss are referred for immediate or urgent specialist medical care.


	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

BSHAA requested a review of the NICE NG98 referral criteria as it was reported by the BSHAA to differ from the criteria in the updated British Society of Hearing Aid Audiologists 2018 guidance. The BSHAA commenter will liaise with NICE team about this after they have reviewed the validity of their internal comments they submitted.  
A stakeholder queried necrotising otitis externa being included in the rationale as a typical risk of delayed care. The committee requested to retain this in the rationale but agreed that the wording of this paragraph will need reviewing. 

The committee discussed a stakeholder’s suggestion to include mastoiditis in the definitions section. It was highlighted that this is a child specific condition so therefore should not be included in this quality standard.

The committee suggested that the rationale should be more specific about the referral timings in line with this statement’s current process measures. They also agreed that the wording in the supporting information should be simplified further if possible to avoid confusion.   

The committee discussed avoidable long-term disability as an additional outcome measure suggested by a stakeholder. It was agreed that this was not appropriate for this statement. The current outcome measure on morbidity rates for adults who have sudden onset or rapid worsening of hearing loss was then discussed. The committee agreed that this measure needs to be reviewed with more detail added if necessary. 

Action: NICE team to liaise with BSHAA about their consultation comments on review criteria differences. 

Action: NICE team to review the rationale wording relating to the risk of necrotising otitis externa.

Action: NICE team to add specific timing detail in the rationale.

Action: NICE team to review the morbidity outcome measure and add more detail if needed.

	Draft statement 3:
Adults presenting with hearing difficulties not caused by impacted earwax or acute infection are referred for an audiological assessment.


	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

The committee discussed the statement wording. They acknowledged that people can present with hearing loss more than once but it was still felt that stating first presentation in the statement was important and should be included. They agreed that this should be changed to include ‘adults presenting for the first time’ in line with NICE NG98 recommendation 1.1.1. 

Self-referrals and hearing difficulty presentations in private audiology services were reported as increasing. In order to capture this the committee agreed to change the word ‘referred’ to ‘have an audiological assessment’ as this is the quality improvement area. 

The committee discussed including ‘people in whom you suspect hearing loss’ in the statement wording however it was concluded that the population would be too difficult to measure. 

The committee also discussed assisted hearing devices and whether these should be added in the rationale. It was felt that as there are no relevant recommendations on these devices in NICE NG98 guideline the current information on hearing aids should be retained.  

The committee discussed disability-adjusted life years (DALYs) as an additional outcome measure. It was agreed that the calculation of DALYS in terms of hearing loss was too complex and potentially burdensome to include as an outcome measure. 

Action: NICE team to amend the statement wording to include ‘adults presenting for the first time.’ 

Action: NICE team to amend the statement wording to state ‘have an audiological assessment’.

	Draft statement 4:
Adults presenting with hearing loss affecting their ability to communicate and hear are offered hearing aids.
	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

The committee discussed the statement wording and whether ‘hearing devices’ should replace ‘hearing aids’, They agreed as NICE NG98 recommendations 1.6.1 and 1.6.2 are specific to hearing aids these should be retained. It was also reported that the NHS does not currently provide assistive listening devices. 

The committee discussed the issue that people who are offered 1 or 2 hearing aids may decline them. It was therefore agreed that this should be included as another process measure. 

The committee also discussed whether contract KPIs in the structure measure data source on service specifications could be included. It was agreed that this measure should be reviewed and updated if feasible.  

Action: NICE team to include another process measure on adults who are offered 1 or 2 hearing aids but decline them.  

Action: NICE team to review the structure measure data source and include contract KPIs in service specifications if feasible.

	Draft statement 5:
Adults with hearing aids have a face-to-face follow-up audiology appointment 6 to 12 weeks after the hearing aids are fitted. 
	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

The committee discussed the timeframe in the statement wording. It was agreed that this should be retained as it aligns with NG98 recommendations 1.7.1 and 1.7.2. 

The committee also discussed the follow-up audiology appointment and the options for this appointment to be conducted by face-to-face, over the telephone or via electronic communication. It was agreed to retain the focus of the statement on face-to face follow-up as this will have the most benefit to the adult with hearing aids. However in order to reflect patient choice the committee suggested that this statement should state ‘offer’ and the other appointment options should be included in supporting information. 
The committee discussed how this statement could be measured and suggested adding another process measure on the total number of follow-up audiology appointments.
The committee discussed the importance of patient experience during this appointment. They agreed NICE team should explore including patient experience as an outcome measure.  
Action: NICE team to explore rewording the statement to ‘offer face-to-face follow-up appointment’.
Action: NICE team to include telephone or electronic communication as other options for follow-up audiological appointments in the rationale.  

Action: NICE team to include another process measure on the total number of follow-up audiology appointments.
Action: NICE team to review adding patient experience as an outcome measure.

	4.3 Additional quality improvement areas suggested by stakeholders at consultation

	The following areas were not progressed for inclusion in the final quality standard as the committee agreed that they were not a priority in relation to the five quality improvement areas already included:

· Access to assistive listening devices

The following area was not progressed for inclusion in the final quality standard as the committee agreed that it was out of the scope of this quality standard:

· Improved use and standardisation of patient reported outcome measures (PROMs) 

	5. Resource impact and overarching outcomes

	The committee considered the resource impact of the quality standard.

IM informed the committee that the national resource impact for the underpinning NICE guidance (NG98) is estimated to be approximately 20 million pounds for England based on the information available. IM highlighted that this topic went to the guidance resource impact panel (GRIP) as part of the resource impact process. The panel have published an implementation statement which supports the implementation of NG98. 

It was noted that NHS clinical commissioners responded at consultation emphasising how CCGs aim to ensure people get the best possible care in light of increasing demands, competing priorities and increasing financial pressures.
The committee suggested that the following be added to the overarching outcomes of the quality standard: 

· Hearing loss contributes to social isolation. Social isolation is a risk factor for number of conditions. 

SK requested that the committee submit suggestions to the NICE team relating to the overarching outcomes of the quality standard when it is sent to them for review.


	6. Equality and diversity

	The committee agreed the following groups should be included in the equality and diversity considerations: 
· People who are housebound

· People in residential care homes

It was agreed that the committee would continue to contribute suggestions as the quality standard was developed.

	7. Close of morning session


	The specialist committee members for the Hearing loss (adult onset) quality standard left and the specialist committee members for the Lyme disease quality standard joined.

	8. Welcome, introductions and objectives of the afternoon

	The Chair welcomed the Lyme disease specialist committee members and QSAC members introduced themselves. The Chair informed the committee of the apologies and outlined the objectives of the afternoon, which was to review stakeholder comments on the Lyme disease quality standard.
The Chair welcomed the public observers and reminded them of the code of conduct that they were required to follow.

	9. 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 in the afternoon session was Lyme disease: specifically;
· Erythema migrans

· Repeat ELISA tests

· Antibiotic treatment

· Awareness of Lyme disease
The Chair asked both standing specialist QSAC members to declare verbally all interests specifically related to the matters under discussion during the afternoon session. 
Action: NICE to add the following to the interests register; 
· Caroline Rayment is a member of the NHS Airedale, Wharfedale and Craven clinical commissioning group council. 

	12.1 Recap of prioritisation meeting and discussion of stakeholder feedback

	RG provided a recap of the areas for quality improvement prioritised at the first QSAC meeting for potential inclusion in the Lyme disease draft quality standard. 

RG summarised the significant themes from the stakeholder comments received on the Lyme disease draft quality standard and referred the committee to the full set of stakeholder comments provided in the papers.

	12.2 Discussion and agreement of amendments required to quality standard

	Draft statement 1:

People presenting with erythema migrans are diagnosed with Lyme disease by clinical assessment alone, without laboratory testing. 

 
	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

The committee confirmed that the focus of this statement is to ensure that people presenting with erythema migrans (EM) are treated without delay. The committee therefore agreed that the statement wording should be amended, to refer to diagnosis and treatment. 

Action: NICE team to reword the statement to include the phrase ‘diagnosed and treated for Lyme disease’.

The committee heard that people presenting with EM do not always present to GPs - increasingly people may present to pharmacists, walk-in centres and A&E. They therefore agreed that it was important to amend the audience descriptors in order to raise awareness of erythema migrans in additional settings in which people may first present.  

Action: NICE team to include to include pharmacists, emergency care units, walk-in centres and A&E in relevant audience descriptors.
The committee heard that EM presents differently on different skin tones. It was highlighted that NICE made efforts to find examples of EM in other skin types when preparing the NICE resource on rash images. 
Action: NICE team to work with key partners to ensure links to official reference websites are included in the quality standard. 

The committee discussed data collection. They were informed of challenges around coding in secondary care. The committee heard that GP systems may be able to code erythema migrans using SNOMED going forward. 

Action: NICE team to review outcomes including patient experience and consider whether the current outcome should include people diagnosed through laboratory testing. 

	Draft statement 2:

People with an initial negative enzyme-linked immunosorbent assay (ELISA) test result for Lyme disease who were tested within 4 weeks of onset of symptoms, and who continue to have symptoms have a repeat ELISA test at 4 to 6 weeks after the first test.


	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:
The committee confirmed the population for this statement is people that do not present with erythema migrans (EM), but present with clinical symptoms that cause Lyme disease to be suspected.

The committee agreed that the focus of this statement is to encourage retesting when there is diagnostic uncertainty, following an initial negative ELISA. The committee acknowledged the importance of timeframes because they affect the accuracy of the test, commenting that rates of antibody production fluctuate, and vary between people. The likelihood of a true negative ELISA result increases as more time elapses (although there is no time limit to the test being a true negative). The committee proposed including the timeframe for the initial test (4 weeks) in the definition and measures and removing it from the statement wording.  
The committee agreed to amend the statement wording:

“People in whom there is continued clinical suspicion of Lyme disease who don’t have erythema migrans and who have had an initial negative ELISA test are retested after 4-6 weeks.“

Action: NICE team to include review the current definition of ‘initial negative ELISA test’ information in the definitions section.

Action: NICE team to explore rewording the last sentence of the rationale. 

The committee discussed the challenges around identifying ‘day-zero’ when people have multiple tick bites.

The committee considered the algorithm for diagnosis (a visual summary of recommendations on laboratory investigations and diagnosis) in NICE’s guideline on Lyme disease (NG95) to be useful for supporting the diagnostic process. 

Action: NICE team to explore referencing the algorithm in NG95 in the supporting information of the quality statement. 

The committee debated how this quality statement would be measured. 

Action: NICE team to explore adding patient experience into outcomes. 

	Draft statement 3:

People with Lyme disease have antibiotic treatment, with the choice of antibiotic, dosage and duration determined by their symptoms and clinical presentation.

 
	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

The committee agreed that this statement was important, straightforward and measurable. They agreed the focus of this statement supports people getting the recommended antibiotic treatment for the recommended duration, according to the different presentations of Lyme disease.

The committee debated whether this statement would drive quality improvement in this area. They agreed that establishing whether healthcare professionals are following the guideline could be measured, using patient records. This could be done by measuring for example how many people coded with erythema migrans received the correct treatment. 

Action: NICE team to investigate making the reference to the tables of antibiotic treatment in NG95 more prominent within the statement’s supporting information.

Action: NICE team to investigate adding patient experience into outcomes.

	Draft statement 4:

Local authorities organise health promotion activities to raise public awareness about how to prevent Lyme disease.


	The committee agreed that as there was support for the statement from stakeholders it should be progressed for inclusion in the final quality standard, with the following amendments and issues to be explored by the NICE team:

The committee discussed the statement’s outcome and it was agreed that it should be replaced. The committee agreed that alternatives, suggested by stakeholders, are not measurable:

•
Early detection

•
Prevention

•
Reduction in number of people with continuing symptoms

The committee suggested that awareness could be measured by local surveys and questionnaires or by counting digital hits from online campaigns. 

Action: NICE team to review outcome measures, including measuring whether local authorities have engaged with other organisations.

	12.3 Additional quality improvement areas suggested by stakeholders at consultation

	The following area was not progressed for inclusion in the final quality standard as the committee agreed that it was out of the scope of this quality standard:

· Care of people with Lyme disease and coinfections. 
· Care of people with continuing symptoms of Lyme disease.

· Measuring follow-up data on longer-term outcomes, including the effects of outcomes of antibiotic treatment.
The following areas were not progressed for inclusion in the final quality standard as the committee agreed that they are already covered by existing quality statements:
· Diagnosing Lyme disease using clinical presentation and laboratory testing.
· Choice of treatment based on clinical presentation and laboratory testing. 



	13. Resource impact and overarching outcomes

	The committee considered the resource impact of the quality standard. A resource impact statement stating that no significant resource impact was anticipated was published for NG95. They agreed that the quality standard could be achieved by local services. They highlighted potential cost savings when people promptly receive the recommended treatment for Lyme disease.  

The committee considered resource impact for quality statement 1. They acknowledged that doing the online Lyme disease course requires some time investment. It was highlighted that this would form part of ongoing CPD activities. 

The committee confirmed the overarching outcomes are those presented in the draft quality standard.

	14. Equality and diversity

	The committee agreed the following groups should be included in the equality and diversity considerations: 

· Recognition of erythema migrans in Black, Asian and minority groups skin. 

· Children – Lyme disease presents differently in children compared to adults. 

· Homeless people in rural areas.

· Travelling community. 

· Information needs to be made culturally appropriate for quality statement 4. 

It was agreed that the committee would continue to contribute suggestions as the quality standard was developed.

	15. Any other business

	None.

	Close of meeting
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