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Quoracy: The meeting was quorate  
Attendees

Quality Standards Advisory Committee 2 standing members:

Michael Rudolf (chair), Gillian Baird (vice-chair), Julie Clatworthy, Steven Hajioff, Jane Putsey, Moyra Amess, Rachael Ingram, Anica Alvarez Nishio, Sunil Gupta, 
Specialist committee members:

Anita Devlin, Richard Grunewald, Arjune Sen, Janine Winterbottom, Lisa O’Brien, Sharon Foxwell, Angie Pullen, Sally Gomersall
NICE staff

Mark Minchin (MM), Paul Daly (PD), Melanie Carr (MC), Jamie Jason notes, Ian Mather (resource impact) 
Apologies
Lindsay Rees, Phillip Dick, John Jolly, Nadim Fazlani, Peter Hoskin, Mark Temple, Michael Varrow, Tessa Lewis, Nick Screaton
1. Welcome, introductions objectives of the meeting
The Chair welcomed the attendees and public observers, 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.
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 was the epilepsy update specifically: 

· Diagnosis & assessment

· Referral to tertiary specialist services

· Treatment

· Management & service provision

· Psychological, neurobehavioural, cognitive and developmental comorbidities
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 above and beyond those included in the committee papers.
3. Minutes from the last meeting
The committee reviewed the minutes of the last QSAC 2 meeting held on 12 July 2022 and confirmed them as an accurate record.  The Chair congratulated Sunil Gupta on his appointment as the next Chair of QSAC 2. 
4. Prioritisation of quality improvement areas – committee decisions
PD provided a summary of responses received during the epilepsy update topic engagement, 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).

Diagnosis and assessment
· Referral for assessment

· Specialist assessment and diagnosis

The committee discussed diagnosis and assessment. Taking referral first, members heard that the existing quality statement for people presenting with a suspected seizure to be seen by a specialist in the diagnosis and management of the epilepsies within 2 weeks of presentation is not being achieved. One reason suggested for this is an insufficient number of specialists. 
Members discussed whether the focus for improvement should be referring people after a first seizure or after any seizure. The committee heard that both are important, but the first seizure is a portal of entry into the system so more appropriate for a quality statement. It is important that people are seen quickly. Delay in seeing a specialist can have adverse effects and seizures are a frightening experience.  

Committee discussed who should assess the person after referral. It was recognised that there is a low supply of specialists. Increasing the number of specialists to ensure people are seen within 2 weeks would have a resource impact. It was suggested that assessment does not have to be carried out by a neurologist. Instead, an epilepsy specialist nurse can perform the role of specialist although it was noted that there is also a lack of nurse specialists. 
Members were reminded that the guideline recommendation is specific about who carries out the assessment. Adults are referred to a ‘clinician’ with expertise in assessing first seizures and diagnosing epilepsy. Children are referred to a ‘paediatrician’ with this expertise. In the case of adults, the term clinician could include an epilepsy specialist nurse.
Committee discussed current practice information in the briefing paper. The Epilepsy 12 audit only shows information for children and young people. The value of the data was questioned due to the potential impact of covid. Members heard that Epilepsy 12 covers different cohorts and that information for round 2 cohort gives the pre-covid position. Also, the National Audit of Seizure Management in Hospitals data in the briefing paper covers adults and represents a pre-covid position.
Specialist assessment and diagnosis was also discussed by committee as stakeholders had suggested specific investigations. Members heard there are some issues with tests being carried out but also delays in getting test results back. EEGs were identified as having a shortage of qualified staff to interpret EEG tracings. 
Action: Progress a new statement similar to statement 1 in QS26 and and statement 1 in QS27. Base the statement on recommendation 1.1.1 for an assessment after a first suspected seizure within 2 weeks. Include the term urgent from the recommendation. It was noted that what constitutes a suspected seizure can vary in different population groups, e.g. for elderly people with dementia the signs are variable and can be misinterpreted 
Referral to tertiary specialist services
The committee discussed referral to tertiary specialist services and considered whether the focus for quality improvement should be referral to specialist services or a specific specialist service. Members agreed the crucial step is actually getting a referral and being seen. Everything can happen via that pathway if it is functioning as it should. Therefore, the statement should be broad and not focus on one part.

Members discussed epilepsy surgery. There are strong recommendations in the guideline about surgery and it is cost effective, but evaluation is still needed first at a tertiary centre.
Committee considered tertiary specialist services to be equally important for adults and children. It is also important for specific population groups such as people with learning disabilities and older people. 

Timescale was discussed and it was suggested that people should be seen as soon as possible by tertiary specialist services. It was suggested that focusing on this timescale for epilepsy could  divert resources from other services. Some members raised questions about the resource implications and sought clarification on whether the quality standard could have a statement on this area. The NICE team and the chair confirmed that it could as the guideline recommendations cover this area and have had the resource impact assessed. Quality standards are intended to drive improvement and are aspirational.  

There was support to have a statement similar to statements 7 in QS26 and  QS27 on referring those who meet criteria within a certain timescale. Members heard there is a much variation in who gets referred.  

Committee agreed there should be a statement on people having access to a tertiary specialist service, but a tight focus on the timeframe for referral may be unhelpful.
ACTION: Progress a statement on access to tertiary specialist services based on recommendations 3.1.1, 3.1.3, 3.1.4. A single statement should be developed if possible, however it was recognised there are different referral criteria for adults and children.
Treatment 

· Treating status epilepticus, repeated or cluster seizures, and prolonged seizures

· Antiseizure medications for women and girls / preconception care

· Other treatment

The committee heard that the guideline has comprehensive recommendations on treatment so members were asked if there were any specific areas that should be focussed on, taking account of the suggestions made at topic engagement.
Members raised risks around antiseizure medications in pregnancy but recognised there are extensive alerts, procedures and controls in place around these especially in relation to valproate in women of childbearing potential. Whilst the committee recognised this was an important area of care they noted the current systems in place and concluded not to progress a statement in this area. 
Status epilepticus and the need for emergency care plans were suggested. Members heard that there is variation across the country. 
Treatment for women was also raised. Members heard that women need access to preconception care in a timely fashion. Concerns about valproate can stop some from using their antiseizure medication, increasing risks including risk of SUDEP.
Rather than specific statements, it was suggested that a comprehensive care plan could cover emergency care and preconception care. Both these areas could be incorporated into a single statement on a care plan. At this point the chair advised the committee that these areas could be covered by discussions on a care plan later in the meeting. Only if the areas could not be addressed at that point would they then be revisited.
ACTION: No specific statement on treatment. Emergency care plan and preconception care carried forward to discussion on Management and service provision. 
 Management & service provision
· Access to an Epilepsy Specialist Nurse

· Comprehensive care plan

· Patient centred care, support & information

· Transition to adult services

· Other areas of management

The committee discussed management and service provision.

Members agreed with stakeholder comments that access to an epilepsy specialist nurse was an important area for quality improvement. They agreed to a statement and wanted it to make reference to accessibility and being a point of contact. 
The committee discussed whether other areas suggested by stakeholders could be covered by a statement on epilepsy specialist nurse. However, there is variation in the role of a specialist nurse and not everyone has access to such a nurse. 

A separate statement on a comprehensive care plan was suggested as it would not limit access to those with a specialist nurse. It could cover some of the other areas suggested by stakeholders, e.g. communication with other professionals involved in the care of a person. There were some different views on whether a care plan was needed for everyone. Discussions included suggestions that care plans should be defined, agreed with the person with epilepsy, be individualised and reviewed. They were also described as important for those who cannot advocate for themselves, and important for sharing with professionals especially when moving between settings.
Committee agreed to a statement on a comprehensive care plan based on recommendation 2.1.7.
PD asked the committee if a comprehensive care plan and an emergency care plan are separate things. Specialist committee members said they can be incorporated into one so that a comprehensive care plan includes emergency care.   

Transition planning was still considered an important area by members, especially by people with a learning disability. Other NICE guidance on transition exists, but it is not specific to people with epilepsy. However, it was recognised that transition could be covered by the statements on an epilepsy specialist nurse and a care plan. The care plan statement can also cover emergency care and preconception planning discussed earlier in the meeting. Other guidance on transition is very generic not specific to epilepsy.
ACTION: Progress a statement on access to specialist nurse based on recommendation 1.1.1.
ACTION: Progress a statement on comprehensive care plan based on recommendation 2.1.7. Ensure the plan is individualised, agreed, reviewed and covers preconception care, emergency plan and transition. 
Psychological, neurobehavioural, cognitive and developmental comorbidities
· Screening for mental health problems, referral and support

· Care of people with psychological, neurobehavioural, cognitive and developmental comorbidities

The committee discussed psychological, neurobehavioural, cognitive and developmental comorbidities and noted this area is not covered in the current epilepsy quality standards. Members  heard that one third of people with epilepsy have significant mental health problems and it is a theme in the Epilepsy 12 audit. Screening for mental health problems and referral pathways were considered important. Mental health screening is included in work of the national oversight board for children and young people with epilepsy and NHSE Considering these comorbidities would make management more holistic. 
It is also important to separate out cognitive effects of medication from the comorbidities, especially for a child with learning difficulties.
The committee noted that there needs to be routine screening and then appropriate referrals, but the statement should focus on reviewing comorbidities as part of routine management and
use recommendation 9.2.2. Members were informed that the term ‘screening’ is generally used in relation to recommendations from the National Screening Committee (NSC) and is generally not used in NICE quality statements.
ACTION: Progress a statement on accessing these issues as part of routine management using recommendation 9.2.2 
5. Additional quality improvement areas suggested by stakeholders at topic engagement
The following areas were not progressed for inclusion in the draft quality standard because:
· Audits, registry and national database - out of remit 
· Research and evidence – out of remit 
· Evidence based formularies & prescribing – no guideline recommendation 
· Digital and AI technologies – no guideline recommendation
6. Resource impact and overarching outcomes
The committee considered the resource impact of areas suggested for statements in the preceding sections of the meeting. Members were informed that a question for stakeholders about resource impact is included in the consultation on the draft quality standard.
7. Equality and diversity
The committee discussed equality and diversity throughout the meeting and were advised they could add considerations to the draft quality standard and equalities impact assessment which will be sent to them for comment during development. 
At this stage, committee identified some matters that may need to be addressed during development of the quality standard. 

· Learning difficulties

· Older people 

· Pregnant women  

· People living in deprived areas 
8. AOB

9. Close of the meeting
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