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	Quality standards advisory committee 3 meeting
Date: 21 November 2018
Location: NICE office, Level 1a City Tower, Piccadilly Plaza, Manchester, M1 4TD
	Dementia update:  – prioritisation of quality improvement areas 
Minutes: Final 


	Attendees

	Quality standards advisory committee 3 standing members:
Hugh McIntyre (Chair), Jim Stephenson (vice-chair), Ivan Benett, Deryn Bishop, Amanda de la Motte, Nadim Fazlani, Keith Lowe, Ann Nevinson, David Pugh, Julia Thompson, Phil Taverner, Jane Dalton

	Specialist committee members: 

Gary Bickerstaffe, Linda Clare, Richard Clibbens, Carol Duff, Mehran Javeed, Kevin Minier, Pauline Shaw, Emma Vardy, Tracy Wright 

	Apologies standing members:  Malcolm Fisk, Madhavan Krishnaswamy, Darryl Thompson
Apologies SCMs: Chris Roberts 

	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 dementia 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 dementia update; specifically:

· 
Approaches to prevent or delay onset of dementia

· 
Diagnosis

· 
Care coordination

· 
Management

· 
Assessing and managing other long-term conditions in people living with dementia

· 
Risks during hospital admission

· 
Involving people living with dementia in decisions about their care

· 
Palliative care

· 
Supporting carers

The Chair asked standing QSAC members and specialist committee members to declare verbally any interests that have arisen since the last meeting and all interests specifically related to the matters under discussion. 

	3. Minutes from the last meeting

	The committee reviewed the minutes of the last QSAC meeting held on 17 October 2018 and confirmed them as an accurate record. The committee noted that apologies from Phil Taverner were missing from the previous minutes.

	4. QSAC updates

	There were no updates from the NICE team.

	5. Prioritisation of quality improvement areas – committee decisions

	SW provided a summary of responses received during the dementia 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 (in bold text below).



	Approaches to prevent or delay onset of dementia 

· Raising awareness – Prioritised 
· Prevention – Not prioritised 
The committee discussed raising awareness of how to prevent dementia through healthy lifestyles and how to detect the early signs and symptoms of dementia.  They discussed how, from previous experience, national campaigns often fail to deliver behaviour change in people
 from deprived backgrounds, which may increase inequality. They were informed that there is no evidence that extending health checks to under 65s changes behaviour. National campaigns are outside of the remit of quality standards which are intended to be used locally.
The committee felt that raising awareness of how to minimise the risk of dementia, and the links between lifestyle factors and dementia is poor. The committee discussed how local programmes or dementia leads could lead on health promotion, and how feeding dementia into existing strategies would support this.
The committee noted that there is more than one type of dementia. People are aware of dementia but do not know the symptoms and different types.     
The committee agreed that raising awareness should be progressed as a priority area for quality improvement. 
The committee discussed prevention and how to change people’s behaviour locally.  It was noted that there is already work ongoing in this area.  The committee highlighted that one of the main barriers was the environment and how it doesn’t encourage people to live healthy lives. There are already a number of quality standards on these areas and so the committee agreed that this area was already covered.
The committee agreed not to prioritise prevention as an area of quality improvement.
ACTION:  NICE team to draft a statement on including dementia awareness in local health promotion strategies.  

	Diagnosis 
· Earlier diagnosis – Not prioritised 
· Diagnosis – Prioritised 
The committee discussed earlier diagnosis and its link to delayed progression of the disease. They noted that there are no recommendations in the guideline covering early diagnosis, and that there isn’t a strong evidence base that earlier diagnosis leads to delayed progression.  The committee felt that by raising public awareness, some of these issues may be addressed and therefore agreed not to prioritise early diagnosis as an area of quality improvement.
The committee discussed the importance of an accurate and timely diagnosis. They felt there were many benefits including; enabling access to appropriate support, diagnosis needed for admission to care homes, helping carers and family members better plan, and influencing lifestyle changes sooner. The committee highlighted that it was important for the timing of the diagnosis to be right for the person. It was noted that GPs can feel uneasy about making a diagnosis for dementia as the resources for help and support following a diagnosis are limited. However, it was also noted that not knowing what is wrong can cause a lot of distress to the person and their carers/family.  
The committee also highlighted that diagnosis rates may not be an appropriate measure for the statement. There were concerns that this may lead to healthcare professionals making a diagnosis at a time that is not right for the person with dementia.
The committee discussed that a diagnosis should be made by a specialist service to ensure that an accurate and timely diagnosis can be made in a setting where support is available. The time between referral and diagnosis is important so that people can get a diagnosis when they still have the capacity to make decisions and plan for the future.
The committee agreed that diagnosis should be progressed as a priority area for quality improvement. 
ACTION:  NICE team to draft a statement on referring people with suspected dementia to a specialist service for diagnosis.  

	Care coordination 
· Coordinated care – Prioritised 
· Care planning – Prioritised 
· Making services accessible – Not prioritised  

The committee discussed care planning and coordinated care. 
The committee highlighted that it is important for there to be someone who follows the person with dementia throughout their whole journey.  Not everyone has family members to support them with communication, and deterioration can cause people to forget things, such as attending appointments.  

The committee felt that there should be a named person to consistently coordinate care so the person knows who is responsible for them and who to go to for help.  This person would also be more likely to recognise any changes and help prevent incidents. The importance of having a familiar face for someone experiencing cognitive decline was also raised. 
The committee discussed the use of care plans and noted there is variation in whether people have them. It is important for people with dementia to have a care plan that is regularly updated because of their changing needs due to the progressive nature of the disease.  People with dementia also may not be able to communicate or represent themselves, and therefore it was important that the information in the care plan is accurate. The care plan should include the person’s wishes, what treatment they may have had or need, and information on power of attorney.  The committee felt it was important for the care plan to be reviewed annually and for information to be updated and exchanged between services appropriately. 
The committee agreed that care planning and coordinated care should be progressed as one priority area for quality improvement. 
The committee agreed not to prioritise making services accessible as it was not a key area for quality improvement.
The committee agreed to refer to sensory impairment in the quality statement on diagnosis instead.      
ACTION:  NICE team to draft a statement on having a single named person to coordinate care that includes care planning as one of their responsibilities in the supporting sections.  
ACTION: NICE team to cover sensory impairment in the quality statements on diagnosis and structured assessment.

	Management 
· Interventions to promote cognition, independence and wellbeing – Prioritised 
· Pharmacological interventions – Not prioritised 
· Managing non-cognitive symptoms – Prioritised  
· Personalised interventions – Not prioritised 
The committee discussed how it is important that activities to promote cognition, independence and wellbeing are tailored to the individual so that they want to engage in them and can find an intervention to suit them. 

Interventions that promote independence and wellbeing can reduce hospitalisation, reduce falls and prevent self-neglect and depression.  Interventions can improve quality of life and reduce carer-burden. The committee agreed it was important to not focus on one particular intervention such as cognitive stimulation therapy but focus on a range on interventions, tailored to the person. The committee therefore agreed to prioritise a statement on tailored activities to promote wellbeing. 

The committee did not prioritise pharmacological interventions. They discussed how non-pharmacological interventions should be prioritised over medication, and that stopping medications that can worsen the symptoms of dementia is important. The committee also felt that reducing distress is key, and agreed to progress a statement on doing an assessment before starting non-pharmacological or pharmacological treatment for distress. It was agreed that this would cover reducing the use of unnecessary medication, and help to reduce distress.   
The committee agreed that managing non-cognitive symptoms should be progressed as a priority area for quality improvement.

The committee agreed that personalised interventions will not be prioritised as a separate area. This area will be covered by the statement on tailoring activities to promote wellbeing.

The committee noted it was a surprise that stakeholders did not mention self-management.  There are lots of devices and technologies that can promote independence and wellbeing in the home.  
ACTION:  NICE team to draft a statement on offering tailored activities to promote cognition, independence and wellbeing.  
ACTION:  NICE team to draft a statement on doing a structured assessment before starting non-pharmacological or pharmacological treatment for distress in people living with dementia.  

	Assessing and managing other long-term conditions in people living with dementia – Not prioritised 
The committee agreed that multimorbidity is not unique to dementia and it is covered in other quality standards. Multimorbidity will be covered by the prioritised statement on coordinated care and care planning. 

The committee would like to note the comments received on hearing loss from stakeholders. They agreed with the comments that sensory impairment is a particular issue for people with dementia as it can lead to confusion and prevent them from being as involved in their own care. The committee agreed not to prioritise the area as its own statement but to ensure it is covered in the following two prioritised statements:
· diagnosis by referring to ruling out reversible causes of cognitive decline
· structured assessment to explore reasons for distress before starting treatment
The committee also asked the NICE team to explore if pain can be included in the statement on structured assessment.
The committee agreed not to prioritise assessing and managing other long-term conditions but it can be included within other statements. 
ACTION: NICE team to cover sensory impairment in the quality statements on diagnosis and structured assessment, and to cover pain in the quality statement on structured assessment.

	Risks during hospital admission – Not prioritised 
The committee discussed the care received during hospital admissions as well as the transition between hospital and care settings.  When considering the measurement of this area they highlighted that the national audit currently focuses on care in hospital rather than on transitions. Although the committee recognised that this is an issue, there is already a quality standard on transition between inpatient hospital settings and community or care home settings for adults with social care needs that cover this area.
The committee agreed not to prioritise this area but to reference quality standard 136.  

ACTION: NICE team to reference quality standard 136 in the list of other quality standards to consider when using this quality standard.

	Involving people living with dementia in decisions about their care – Not prioritised 
· Involving people in decision-making

· Providing information

The committee noted that shared decision making and research opportunities are relevant across a range of quality standards and for all people regardless of their condition.
The committee discussed if there were any aspects of dementia that made it different to other conditions in terms of decision making.  The committee felt there is a risk that people with dementia get a lower quality of care because they do not have an assessment of their capacity or the support to be involved in conversations, and that these are often addressed to their carers. The committee agreed that the Mental Capacity Act and involving people in decision making could be covered under the statement on care coordination. They also felt that this area was covered by other quality standards on patient experience. It was agreed not to progress this area.  

The committee felt that people with dementia were less likely to get involved in research compared to other conditions. They discussed work ongoing nationally to increase the number of people involved in dementia research and that this would be the key driver to improve this area for quality improvement. The committee asked if research opportunities for people with dementia could be promoted.  NB advised that NICE works with NHIR to get funding for the recommendations for research in the guidelines. 
The committee agreed not to prioritise this area but asked NICE to see if there were other means to promote research opportunities for people with dementia.   

ACTION: NICE team to cover involving people in decision making in the statement on coordinated care, and to look into whether opportunities for research can be promoted through another means.

	Palliative care 
· Advance care planning – Prioritised 
· Palliative care – Not prioritised  
The committee discussed advance care planning and it was strongly supported that this area be progressed.  They agreed it is important for the person and their families and carers, and practice varies across the country. 
The committee discussed the overlap with the existing end of life care quality standard (QS13) but noted that people with dementia may lose the capacity to communicate before they reach the end of life, so advance care planning needs to happen before this. The committee highlighted that discussions should start to take place when a diagnosis is made but with ongoing opportunities to discuss it again. This ensures the timing of the discussion is right for the person and takes account of any changes. 
The committee agreed that advanced care planning be progressed as a priority area for quality improvement. 
The committee agreed not to prioritise palliative care as this is already covered by the end of life care quality standard (QS13) and the key improvement area is around advanced care planning.
ACTION:  NICE team to draft a statement on early and ongoing advanced care planning.   

	Supporting carers – Prioritised 
The committee noted that there is currently a guideline being developed on supporting carers with an accompanying quality standard in the topic library. Phil Taverner informed the committee that he is the chair of the supporting carers guideline development group. He provided a brief scope of the topic and the timeframe for development, but could not provide any further information as the guideline is currently in development.
The committee discussed the stakeholder comments and felt strongly this is an area that requires improvement.  It was noted that the guideline is still being developed so it could be around 3 years before a quality standard is published, but it was felt that this should be progressed now. The committee discussed how the carers of people with dementia may be elderly or have their own health issues, and how they need support to enable them to keep caring.   

The committee agreed that supporting carers should be progressed as a priority area for quality improvement. 
ACTION:  NICE team to draft a statement on supporting carers.  

	6. Additional quality improvement areas suggested by stakeholders at topic engagement

	The following areas were not progressed for inclusion in the draft quality standard. 
· Staff training - quality statements focus on actions that demonstrate high quality care or support, not the training that enables the actions to take place.
· Nutrition - a quality standard on nutrition support in adults (QS24) has been developed

· Equality - equality issues are considered throughout the development of quality standards and any issues identified will be included in the equality impact assessment or within the quality standard

· Learning disabilities – a quality standard on care and support of people growing older with learning disabilities is currently in development and expected to publish in July 2019
· Use of superabsorbent polymer gel granules – this area is not covered by the development source
The committee would like to note the low level of ethnicity and protected characteristics recorded alongside coded dementia diagnoses.  

	7. Resource impact and overarching outcomes

	The committee considered the resource impact of the quality standard.
· Can ask any questions at consultation
· Structured assessment, potential cost saving

· Cost for a coordinator in the short term but long term savings 

The committee questioned the wording around disinvestment as this can be interpreted in different ways, used in the resource impact question at consultation, and asked the NICE team to look at the wording.

The committee confirmed the following overarching outcomes and suggested the addition of dementia incidence:
· Dementia diagnosis rates

· Time from referral to diagnosis

· Hospital admission rates for people with dementia

· Length of hospital stay for people with dementia

· Quality of life for people with dementia

· Quality of life for carers of people with dementia


SW 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.

	8. 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

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

	9. Any other business

	10. Close of meeting
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