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Attendees

Quality Standards Advisory Committee 2 standing members:

Michael Rudolf (chair), Gillian Baird (vice-chair), Julie Clatworthy, Allison Duggal, Steven Hajioff,  Corinne Moocarme, Jane Putsey, Mark Temple, Michael Varrow, Moyra Amess, Tessa Lewis, Brian Hawkins, Peter Hoskin, Nick Screaton, Anica Alvarez Nishio, Ian Reekie, John Jolly 
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Jan Bolton, Maggie Keeble, Nett Furley, Sam Ahmedzai, Sarah Mitchell, Sue Hawkett, Susan Dewar, Suzanne Kite, Tracey Doherty

NICE staff

Mark Minchin (MM), Anna Wasielewska (AW), Julie Kennedy (JK), Jamie Jason (JJ)  
NICE observers

Paul Daly, Eileen Taylor, Cheryl Pace, Sarah Scott 
Apologies
Sunil Gupta, Jim Thomas, Lindsay Rees, Rachael Ingram, Phillip Dick
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 prioritise areas for quality improvement for the end of life care update quality standard. The Chair welcomed the committee members that had recently joined from QSAC1 and QSAC3.
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 specifically:
•
Identification

•
Needs assessment

•
Advance care planning

•
Coordinated care

•
Out of hours care

•
Support for carers
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.
3. Minutes from the last meeting
The committee reviewed the minutes of the last QSAC 2 meeting held on 11 August 2020 and confirmed them as an accurate record.
4. Prioritisation of quality improvement areas – committee decisions
AW provided a summary of responses received during the end of life care update topic engagement. She explained that, as the first topic engagement period took place around the time of the COVID-19 response, a second topic engagement was also carried out. AW 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).

Identification – prioritised 
The committee agreed that this is the most important area as, without identifying people who are approaching the end of their life, no actions can be taken to support them.  Once people are identified then services can be coordinated. The committee noted that people approaching the end of their life can be identified by clinical judgement or by using a tool.

It was noted that people with frailty have a limited life expectancy and it was also acknowledged that not all people approaching the end of life are in an older age group. 
The committee recognised the concern that people may worry that, if they are identified as approaching the end of their life, this may restrict the treatments they will receive.
The committee agreed that this area would be progressed.

ACTION: NICE team to develop a statement based on recommendation 1.1.1. 

Needs assessment – Not prioritised 
· Holistic needs assessment 

· Reviewing needs and treatment 

The committee felt this should have been kept as one area. The holistic needs assessment and reviewing needs and treatment should be a continuous process.  

Having a holistic needs assessment is important as this enables advance care planning. The committee agreed that, whilst this is an important area, it would not need to be taken forward as a specific quality statement. Instead, it was agreed that the importance of a holistic needs assessment would be included in the supporting information for the quality statement on advance care planning. 
Advance care planning 

The committee discussed that advance care planning is a process, not a ‘one-off event’. They felt that this is an important priority and everyone who is at the end of life should have an advance care plan.  
An advance care plan is for someone approaching end of life and is an opportunity for their future wishes to be discussed, which in the specialists’ experience most people want to do. The committee agreed that to have a good advance care plan the person’s holistic needs have to be assessed. 

ACTION: NICE team to develop a statement on advance care planning.  

 Coordinated care 
· Coordination and information sharing 

· Providing multipractitioner care

· Transfer between care settings

The committee felt this is a very important area.  
Committee members commented that coordination of care is a problem in healthcare. The committee noted that the person usually responsible for coordinating care is the person themselves or the carer and they felt that there should be a named professional that is responsible.  
The committee also noted that continuity of care is difficult, but this usually works well when the services are all part of the MDT.
In addition, the transfer of information across services is challenging. Electronic systems can help but they are not in place in all areas.  
As there are several areas within coordinated care which have been identified as important it was agreed that the NICE team would look at a possible statement for this area.   

ACTION: NICE team to develop a statement, possibly based on recommendations 1.8.1, 1.10.4
Out of hours- Prioritised 
The committee noted that a 24 hour service is vital for people approaching the end of their life, particularly those who wish to die at home, and for their carers. 
It was also noted that there are vulnerable, elderly people living alone in a dying situation without someone coming out to see them and that this is not just about access to specialist palliative care. 
In some areas there is a 24 hours telephone service but the care delivery is by specialists in different teams. It is important that people get the right kind of response at the right time. It was noted that this area has developed recently due to COVID-19 with more care being delivered remotely. 
ACTION: NICE team to develop a statement, possibly based on recommendation 1.12.1. 

Support for carers – Prioritised 
· Supporting carers 

· Bereavement care 

The committee noted that a quality standard on support for carers is currently in development. This does not contain a specific quality statement relating to carers for people approaching the end of their life as it had been agreed that this topic would best be discussed as part of the end of life care quality standard. 

The committee discussed that carers often do not receive practical support, for example when the person they are caring for is in hospital they need things like parking, beds for the night, meals etc. In addition, it was felt that practical support when the person dies at home is needed. Carers need that support to be able to look after the person they are caring for, particularly as they are approaching the last days of their life.  

Young carers were discussed as a group who may need additional support. Another important population mentioned by the committee are people approaching the end of their life who have learning disabilities. Usually their carers will have known them their whole life. 

The committee agreed that a quality statement should be produced using the support for carers guideline (NG150), section 1.9 relating to support for carers at the end of life.    

ACTION: NICE team to develop a statement based on recommendations from section 1.9 of NG150.  
5. Additional quality improvement areas suggested by stakeholders at topic engagement
The following areas were not progressed for inclusion in the draft quality standard.
· COVID-19 - No specific recommendations
· Shared decision making - NICE guideline in development
· Last days of life - QS144 Care of dying adults in the last days of life
· Decision making and mental capacity - QS194 Decision making and mental capacity
· Specific populations - QS126 Motor neurone disease, QS160 End of life care for infants, children and young people, QS167 Promoting health and preventing premature mortality in black, Asian and other minority ethnic groups, QS187 Learning disability: care and support of people growing older
· Reablement - QS173 Intermediate care including reablement
· Access to funding – out of scope 

· Outcome assessment and complexity collaborative – out of scope 
6. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard.


The committee confirmed the overarching outcomes are those presented in the draft quality standard.
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
8. Any other business 

The committee were keen to understand more about how COVID-19 may impact on the areas progressed for inclusion in the draft quality standard.

ACTION: NICE team to explore this further by asking a question at consultation.    
9. Close of the meeting 
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