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National Institute for Health and Care Excellence
Quality Standards Advisory Committee 2 meeting
Date: Tuesday 12 September 2023
Epilepsies in children, young people and adults (update) – review of stakeholder feedback
Minutes: Final 
Quoracy: The meeting was quorate 
Attendees
Quality Standards Advisory Committee 2 standing members:
Sunil Gupta (chair), Anica Alvarez Nishio (vice-chair), Nadim Fazlani, Julia Gallagher, Steve Hajioff, Rachael Ingram, Devina Maru, Jane Putsey, Louis Savage
Specialist committee members:
Arjune Sen, Kate Irwin, Janine Winterbottom, Sharon Foxwell, Sally Gomersall
NICE staff
Mark Minchin (MM), Jean Bennie (JB), Charlotte Fairclough (CF), Jamie Jason (notes), Suzie Panek (SP) 
Apologies
Dominika Froehlich-Jeziorek, Peter Hoskin, Lindsay Rees, Nick Screaton, Mark Temple, Moyra Amess, Murugesan Raja, Ruth Studley, Anita Devlin, Richard Grunewald, Lisa O’Brien, Angie Pullen
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 review stakeholder feedback.
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 epilepsies in children, young people and adults (update) specifically, 
· Referral and assessment after first seizure
· Referral to tertiary specialist services
· Epilepsy specialist nurses
· Epilepsy care plan
· Cognitive function, mental health, social and emotional wellbeing, neurodevelopment and learning disabilities.

The Chair asked standing QSAC members to declare verbally any interests that have arisen since the last meeting and all interests specifically related to the matters under discussion. The Chair asked the specialist committee members to verbally declare all interests not included in their declarations of interests forms that had been provided to NICE and circulated.
3. Recap of prioritisation meeting and discussion of stakeholder feedback
PD provided a recap of the areas for quality improvement prioritised at the first QSAC meeting for potential inclusion in the epilepsies in children, young people and adults (update) draft quality standard.
PD summarised the significant themes from the stakeholder comments received on the epilepsies in children, young people and adults (update) draft quality standard and referred the committee to the full set of stakeholder comments provided in the papers.
Discussion and agreement of amendments required to quality standard 
Draft statement 5: People with epilepsy are asked, at epilepsy appointments, about their cognitive function, mental health, social and emotional wellbeing, and, where relevant, neurodevelopment and learning disabilities.
The committee discussed statement 5 first due to the length of time the discussion may take.
They felt that this was an important statement, particularly in identifying learning difficulties and comorbidities. It is an opportunity to identify issues early on. If the appointment only focused on epilepsy this would be a potential inequality.  
Committee discussed the scope of the statement. With regards to population groups, members considered whether the statement should cover all people with epilepsy of if it should be narrowed down to certain population groups.  The committee agreed the statement on comorbidities should cover all people with epilepsy.
Members discussed whether the statement was covering too many areas during one appointment. They decided that cognitive function, mental health, social and emotional wellbeing, neurodevelopment and learning disabilities were all important and should be covered by the statement. This would help ensure a holistic approach.
Attention then turned to the key action of the statement, which is asking questions. The committee considered it was important not to wait for specific appointments to ask the questions. However, they recognised that questions should only be asked at appropriate appointments as some appointments may be focussed, e.g., if the person has encountered a seizure that wouldn’t be an appropriate time.  It was noted that not only should questions be asked but any issues identified must also then be actioned by, for example, referring to a professional who can address the concern. People will not always feel comfortable bringing up issues themselves, so it is important to ask.
Committee considered stakeholder concerns that asking all the questions would increase the length of time needed for an appointment. Specialist members advised that questions can be asked quickly. The committee made reference to NICE’s depression in adults guideline that recommends asking two simple questions, one of which is have you been feeling down, depressed or hopeless in the last month? The amount of time needed can vary between appointments. 
The committee discussed different scenarios of what could happen at different appointments. They mentioned that at the first appointment, questions can be asked to establish the baseline, and then at the follow up a practitioner can enquire about any changes.  
The committee clarified that the statement is part of routine epilepsy care and the questions would not be asked at an appointment for developing the care plan.  
The committee highlighted that the statement is based on the assumption that people will get an appointment every 6 or 12 months, but there are long waiting lists and this doesn’t happen everywhere.  
It was highlighted that some people use the services more frequently than others but there are those people who are suffering but will stay quieter and this be a disservice.  It needs to be equal for all people. 
Committee considered changes to the key action of the statement, i.e., is asking questions enough? ‘Evaluate’ and ‘assess’ were discussed as alternatives to the word ‘ask’ in the statement, but members decided these would be problematic, e.g., assess could imply formal assessments and evaluate will require using a scale or a measurement. 
Specialist committee members advised against including ‘assessing capacity’ in the statement and recommended changing 'cognitive function’ to ‘memory’ to improve understanding.
Members discussed stakeholder comments about separating neurodevelopment and learning disabilities into a separate statement. They agreed that this would be beneficial, and MM confirmed that a sixth statement would be acceptable in this instance (as the update is combining 2 existing quality standards which have 18 statements in total). 
Committee discussed whether the statement could inadvertently introduce inequity for some population groups but agreed that it would help reduce inequality and provide a holistic experience for service users/patients. 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 above amendments and issues to be explored by the NICE team.
ACTION: Retain the areas and population groups covered by draft statement 5. Divide into two separate statements by separating neurodevelopment and learning disabilities. NICE team to work with specialist committee member AS to help develop the 2 statements.
Draft statement 1: People presenting with a first suspected seizure are seen by a clinician with expertise in epilepsy within 2 weeks of presentation.
The committee discussed statement 1. Discussion focussed on the definition of a clinician with expertise in epilepsy. The definition for the draft statement includes ‘For adults, this is a doctor, physician associate or epilepsy specialist nurse with training and expertise in assessing first seizures and diagnosing epilepsy’.
Committee decided that ‘physician associate’ should be removed from the definition. 
With regards to epilepsy specialist nurses (ESNs), specialist members advised that they would not make the diagnosis. However, there are centres where nurses have been trained to assess first seizures. By including ESNs in the definition there is a risk that in centres with limited neurologists, nurses would be expected to do their role.  This would be in adult services, as paediatricians have that responsibility in paediatric services. There is variation in the role of an ESN and the expertise available in centres across the country. 
Committee considered whether the statement would create or reduce inequality for any groups They considered the statement a gold standard. In hospitals where services are good, diagnosis following seizure be more accurate. In another hospital people presenting in A&E would be sent to the fits and faints clinic and the wait is longer. Some places could achieve the 2 weeks target, but some would not. Seeing all people within 2 weeks would be hard to achieve, but the purpose of the statement is to drive quality improvement. Members also recognised that this is an update of an existing statement, so it was not introducing a new target.
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 above amendments and issues to be explored by the NICE team.
ACTION: Retain statement 1 as drafted. Amend definition of clinician with expertise in epilepsy.
Draft statement 2: Children referred urgently to a tertiary epilepsy service are seen within 2 weeks of referral and other people are seen within 4 weeks.
The committee discussed statement 2.
Committee agreed with some consultation comments that the statement wording is confusing. For example, it could be taken to mean all children who are referred should be seen within 2 weeks. Although the definitions make clear it is only some children who should be seen within 2 weeks, this is not clear from the statement wording. Use of ‘other people…’ is also problematic. Options for amending the wording were discussed. For example, reversing the order of the statement by starting with ‘all people referred are seen within 4 weeks…’. Committee also considered it important that the distinction between that two groups covered by the statement is the urgency of the referral, rather than a focus on children and other people. 
Committee discussed the definition of ‘children referred urgently’ (to be seen within 2 weeks). This definition includes children with a unilateral structural lesion. There was concern that an urgent referral to a tertiary epilepsy service might not be the most appropriate action. Members discussed whether lesions could be a sign of brain tumour, in which case the pathway is 48 hours. However, it was recognised that a unilateral structured lesion, could be something that does not need acting on immediately.
PD pointed out that the potential difficulty with the statement wording was identified at the first QSAC meeting. Specifically, it was recognised that the statement covers two populations so two separate statements may be needed. He also clarified that the criteria for referring children with a unilateral structural lesion to a tertiary epilepsy service to be seen within 2 weeks is taken directly from NICE’s guideline. 
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 above amendments and issues to be explored by the NICE team.
ACTION: Improve clarity of the statement wording reflecting committee views. Revise definitions.
Draft statement 3: People with epilepsy have access to an epilepsy specialist nurse.
The committee discussed statement 3.
The committee considered the word ‘access’ in the statement and asked if it is clear what it means and whether it can be defined. They discussed what access to an ESN means in practice. Measuring access is also difficult. It was noted that people may have access, for example, to contact numbers but cannot get through. Unfortunately, there isn’t always time to call people back.  The committee heard that calls were recorded or logged to follow up on. 
Committee noted that similar statements exist in other quality standards and it might be helpful to and to look at the wording used. MM suggested looking at the National Cancer Patient Experience Survey may be beneficial. This survey captures information on accessing clinical nurse specialists so may provide a useful steer.
The committee contemplated if the statement wording could be strengthened. One suggestion was to include ‘…have timely access to an epilepsy specialist nurse’. PD clarified that quality statements should avoid catch all terms like ‘timely’ as they are hard to measure. Instead, statements should specify actual timeframes. PD noted he could look at the guideline to identify if there are recommendations with specific timeframes that can be used.
Members noted that the updated draft statement no longer refers to an ESN who people can contact between reviews. They were informed that this was removed from the draft statement as the guideline recommendation that supported it has been removed from the supporting guideline. They heard that in practice people do not have access to a designated person, only to a team. Individual people cannot be guaranteed due to leave or workloads. Committee still considered it important that people with epilepsy have access to an ESN between routine reviews and for help in emergencies. 
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 above amendments and issues to be explored by the NICE team.
ACTION: Statement 3 is to be retained. The NICE team will explore alternative statement wording to reflect committee discussions.  
Draft statement 4: People with epilepsy have an up-to-date epilepsy care plan.
The committee discussed statement 4.
Members suggested aspects of a care plan that were important and should be added to the statement wording. These included ‘agreed’, ‘comprehensive’, and ‘tailored information to meet their needs’.  A suggestion was made to look at NICE’s patient experience quality standard for any useful insights (although it was recognised this only covers adult services).
They discussed what a care plan is. Specialist members advised that care plans will vary depending on individual needs. It may be simple, an emergency care plan or it could be very comprehensive. How often a care plan should be reviewed depends upon the complexity. Committee considered some consultation comments which recommended a standard template. However, they agreed that a care plan should be individualised. 
Committee heard that in some cases well-structured clinic letters could represent a care plan. These letters will contain decisions about care. Sometimes clinic letters are used to amend information in a care plan.
For children, a care plans can be used to help communicate information about needs and support into education settings.
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 above amendments and issues to be explored by the NICE team.
ACTION: Retain statement 4. The NICE team will explore alternative statement wording to reflect committee discussions.
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 other quality improvement areas already included, were not in scope, or were not supported by guideline recommendations.
· Access to EEG and MRI in a timely manner 
· Patient / public views on the quality of epilepsy services
· Structured judgement review of patients with epilepsy who die
· Prescribing of valproate & other ASMs during pregnancy
· Joint care provided by maternity & neurology services in pregnancy.

With regards to prescribing of valproate, NICE’s guideline on epilepsies will be updated after the Medicines and Healthcare products Regulatory Agency provide further information on new safety measures for valproate-containing medicines. The impact on the updated quality standard will then be reviewed.

4. Resource impact

The committee considered the resource impact of the quality standard. They discussed potential costs and cost savings suggested by stakeholders and recognised that the quality standard is not adding anything to the system that is not already in NICE’s guideline on epilepsies, and that 4 of the statements are updates of existing quality statements. 
In response to member comments, MM confirmed that the NICE team would discuss the approach to resource impact at the next meeting of QSAC chairs.

5. Equality and Diversity

Committee considered equality and diversity considerations as each statement was discussed, The committee noted that the following groups would be considered when the equality and diversity considerations are being updated for this quality standard: 
· Age			 
· Gender reassignment 
· Pregnancy and maternity
· Religion or belief
· Marriage and civil partnership
· Disability
· Sex
· Race
· Sexual orientation
It was agreed that the committee would continue to contribute suggestions as the quality standard is developed. No other comments were made. 
Close of meeting
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