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NICE staff

Mark Minchin (MM), Eileen Taylor (ET), Anna Wasielewska (AW), Rick Keen (RK), Jamie Jason (notes)
Apologies
Allison Duggal, Corinne Moocarme, Jane Putsey, Lindsay Rees, Brian Hawkins, Nick Screaton, Rachael Ingram, John Jolly, Jim Thomas, Maggie Keeble 
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 end of life care (update) quality standard.
The Chair welcomed the public observers and reminded them of the code of conduct that they were required to follow. 
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 end of life care (update) specifically: 
· Identification

· Advance care planning

· Support for carers

· Coordinated care
· Out-of-hours care

The Chair asked standing QSAC members to declare verbally any interests that had arisen since the previous meeting and all interests specifically related to the matters under discussion. 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 QSAC 2 meeting held on 11 May 2021.  The committed suggested a change to where it says, ‘FASD is rarely considered’ to say ‘not always considered’ or ‘may not be considered’. 
4. Recap of prioritisation meeting and discussion of stakeholder feedback
ET provided a recap of the areas for quality improvement prioritised at the first QSAC meeting for potential inclusion in the end of life care (update) draft quality standard.
ET summarised the significant themes from the stakeholder comments received on the end of life care (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   
General 

A stakeholder suggested changing the title to ‘Palliative and end of life care’.

The committee agreed not to change the title as it was felt that there is a lot of misunderstanding around the term palliative care and the committee wanted to ensure that it is clear that this quality standard relates to all relevant services, not just to hospice care.  
Draft statement 1: Adults who are likely to be approaching the end of their life are identified using locally developed systems.
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 statement should be more proactive and, instead of saying ‘locally developed systems’ which had caused some confusion at consultation, it was suggested to use ‘systematically’ or ‘using a systematic approach’.  

The committee suggested using ‘recognised’ instead of ‘identified’ as this was felt to be more person-centred. 

It was agreed that timeliness would be stressed in the supporting information and that social care and pharmacists would be included in the audience descriptors.  
A stakeholder suggested that there were no systems to identify people at the end of life in secondary care. The committee discussed processes as well as tools available in hospitals and agreed that there were no structural barriers to measurement in secondary care. They also highlighted that there are ICD codes for end of life care in hospital which can be used for measurement purposes.
ACTION: NICE team to make the amendments agreed by the committee.  
Draft statement 2: Adults approaching the end of their life have opportunities to discuss advance care planning.
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. 

There was strong support for the supporting information to state that the advance care plan should be documented. As this is an ongoing process and not just one discussion, people need to be aware that they are not ‘locked in’ to any decisions and can change their mind.  It is important to document a person’s wishes in case their health declines and they cannot express themselves.  
Carers surveys and bereavement surveys could be used to support the measures as well as asking the person themselves face to face.  

It was noted that there is cultural variation that should be considered when discussing end of life care and that not everyone will wish to have a discussion about the end of life. This should be included in the equality and diversity considerations.    
The definition of the holistic needs assessment was felt to be quite negative and a suggestion was made to include the person’s goals and wishes.   

ACTION: NICE team to make the amendments agreed by the committee.  

Draft statement 3: Carers providing end of life care to people at home are supported to access local services that can provide assistance. 
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. 

It was agreed that the audience descriptors should include pharmacists, social care staff and occupational therapists. 
The impact of COVID-19 on carers was noted as a lot of support has not been available to carers meaning things have been much more difficult for many people.  
The committee highlighted the following groups who should be included in the equality and diversity considerations: people who are homeless, people from BAME groups, people with learning disabilities and young carers. It was agreed that these groups should also be included in the equality and diversity considerations for other quality statements where relevant. 

ACTION: NICE team to make the amendments agreed by the committee.  

Draft statement 4: Adults approaching the end of their life receive care that is coordinated between health and social care practitioners within and across different services and organisations.
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 rationale should include emergency / unplanned care as well as planned care as it is equally important that emergency practitioners are aware of the person’s wishes. 
There should be some focus on the speed of the coordination of services, both in hours and out of hours.  
One of the key reasons for coordination of planned care is to reduce the number of appointments and emergency admissions and it was agreed that the NICE team would look into adding relevant measures. 
ACTION: NICE team to make the amendments agreed by the committee.  
Draft statement 5: Adults approaching the end of their life have access to support 24 hours a day, 7 days a week. 
The committee noted that all people have access to 999 services but this statement is about specialist support for those at the end of life and their carers. This support is needed so that people do not need to use the emergency services. 
It is important that adults approaching the end of their life, and their carers, can access services and it was agreed to include carers in the quality statement. When contact is made with these services, it is important that the person they speak with can access the person’s records where possible. In addition, it is helpful if other healthcare professionals, such as GPs, have access to specialists 24/7.  

There was a suggestion to include specialist equipment into one of the measures. It was also agreed that bereavement surveys may be a good data source for one of the measures. 
The committee noted the word access is hard to measure however it was felt that the definition helps with this. 
ACTION: NICE team to make the amendments agreed by the committee.  

5. 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:

· Medication availability and management - Not covered by guideline recommendations.
Partially covered by other quality standards
· Holistic needs assessment - Discussed previously and included in statement 2

· Education and training - Quality standards assume that people are suitably trained to carry out their role.
6. Resource impact
The committee considered the resource impact of the quality standard and agreed on balance that there would be no significant impact implementing the quality statements. 
7. Equality and Diversity
The committee agreed the following groups should be included in the equality and diversity considerations: 
· Age


 

· Gender reassignment 

· Pregnancy and maternity

· Religion or belief

· Marriage and civil partnership

· Disability

· Sex

· Race

· Sexual orientation

The committee also noted specific issues for the statements when discussed. It was agreed that the committee will give particular attention to the equality and diversity considerations sections of the quality standard when it is sent to them for consideration as there were concerns from stakeholders at consultation.  
8. Any other business
None
Close of meeting
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