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	Quality standards advisory committee 2 meeting
Date: 11 December 2018
Location: NICE office, Level 1a City Tower, Piccadilly Plaza, Manchester, M1 4TD
	TOPIC: Care and support of people growing older with learning disabilities – prioritisation of quality improvement areas
Minutes: Final


	Attendees

	Quality standards advisory committee 2 standing members:
Gillian Baird (vice-chair), Julie Clatworthy, Allison Duggal, Jean Gaffin, Steven Hajioff (am only),  Corinne Moocarme, Jane Putsey, Michael Varrow, Tessa Lewis, Hannah Critten, Mark Temple

	Specialist committee members:
Carol Walker, Emma Killick, Erin Outram, Jenny Anderton, Simon Jones 
Experts by experience 

Patricia Charlesworth, Dawn Wiltshire

	NICE staff
Nick Baillie (NB) {1-9}, Anna Wasielewska (AW) {4-8}, Julie Kennedy (JK) {4-8}, Leslie Hayes (LH), Jamie Jason (JJ) Notes
NICE observers
Laura Delaney (NICE), Erin Whittingham (NICE), Nicola Grove (support worker), Lisa Davidson (support worker) 

	Apologies  Michael Rudolf (chair), Moyra Amess, James Crick, Jim Thomas
Specialist committee member, Jenny Garrigan
 

	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 care and support of people growing older with learning disabilities 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 care and support of people growing older with learning disabilities specifically: 
· Identifying and assessing care and support needs

· Planning and reviewing care and support

· Identifying and managing health needs

· End of life care

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 13 November 2018 and confirmed them as an accurate record.

	4. QSAC updates

	There were no updates from the NICE team.

	5. Prioritisation of quality improvement areas – committee decisions

	AW provided a summary of responses received from stakeholders and specialist committee members at topic engagement and referred the committee to the full set of stakeholder comments provided in the papers. The committee then discussed each of the areas in turn. 

	Identifying and assessing care and support needs

· Needs for care and support – Prioritised 
· Communication – to be incorporated in rationale and audience descriptors
· Needs of family members and carers - to be incorporated in rationale and audience descriptors
· Social inclusion - to be incorporated in rationale and audience descriptors
The committee discussed assessment of care and support needs with a view to developing a care plan.  This area was suggested by stakeholders and supported by the committee.  The committee discussed variation in practice which covered both the compliance with carrying out the assessment and the quality of the assessments. 

The committee agreed that having a holistic, person centred assessment for individuals and their carers should be prioritised.  The committee also highlighted the importance of having a support plan in place. 
The committee discussed communication as another priority area. The committee agreed that good communication between the person with learning disabilities and the person carrying out the assessment is crucial to obtain meaningful and true picture of the individual’s needs. 

The committee discussed the importance of a key individual for liason and coordinating the assessment. They also discussed giving the individual and family/carer advanced notice of the components of any assessment. 

The committee heard that carers and family are not always involved in this assessment and it is a priority that they are included.  Any plans should be agreed with the person and their carers so the person can understand what has happened and what is going to happen. It was agreed that a care plan should be in an accessible format so the person with learning disability can fully understand it.  

The committee noted that there would be people with learning disability who need support but that have not yet been identified in the system.  
The committee discussed social inclusion.  This was seen as an important area but one that could be captured in the needs assessment.  Funding was highlighted as an issue here – people may need more resources to fully participate in some of the activities. 
The committee agreed to prioritise identifying and assessing care and support needs and incorporate specific elements into the statement. 

ACTION: NICE team to progress a statement on a person centred assessment of the individual’s needs, including needs for social inclusion, involving the person, using appropriate communication (agreed with person) and taking into account the needs of family and carers.


	Planning and reviewing care and support
· Planning for the future – Prioritised 
· Key components of the plan – to be incorporated in the additional information
· Coordinated care – Prioritised 
The committee discussed planning for the future. The committee agreed that it was important to discuss future arrangements in regards to housing, legal issues and planning for getting older, possible illness and end of life care.  They agreed that it was important to put the plans and support in place before people reach crisis point.  The committee recognised that facing mortality can be difficult for anyone and that it may take time to get people to start considering it and become proactive. The results of not having plans may be emergency placements, limited choice and further distress. The committee agreed that people are not well informed about what the options are and the offer varies between areas and changes. 
Many of the committee comments apply both to the earlier discussion and this one eg it was agreed that a care plan should be in an accessible format so the person with learning disability can fully understand it.  

The committee discussed telling people in advance what the meeting would cover so that they can prepare and think about what they want. The committee discussed coordinated care and agreed that it may mean different things in different settings. The committee agreed that having a named care coordinator or lead practitioner should improve quality of care received by people with learning disabilities.

The committee discussed annual review being a statutory requirement. It was agreed that it is the quality of the review that is the main area for quality improvement. The plan should be person centred and include planning for the future. It was also highlighted that it is important to ensure continuity and for the person who carries out the review to know and understand the person with learning disabilities.
The committee agreed to prioritise having a person centred plan for future needs, which is reviewed annually and includes as key components housing needs and end of life care. 
The committee asked for diagnostic overshadowing to be addressed within the quality standard and for the “person centred” plan to be defined.   

ACTION: NICE team to progress a statement on ensuring a person centred plan for future needs to include assessment and discussion of future housing needs and end of life care 

ACTION: NICE team to progress a statement on coordinated care/lead practitioner.  

	Identifying and managing health needs
· Health checks – Prioritised 
· Hospital admissions – Prioritised 
The committee noted the difference between the annual health check that people with learning disabilities should have and the NHS health check. The NHS health check is for people aged 14-74 and looks for vascular disease such a diabetes. The annual health check for learning disabilities does more than that.  The NHS health check is only every 5 years not annually. It was confirmed the guideline refers to the annual health check. 
The committee agreed that the variations in practice covers whether individuals receive the health check as well as the quality of those that are being done. Experts by experience told the committee about health checks being very brief and feeling like they were only tick box exercise. 

The committee debated if the poor uptake may be a result of poor experiences of people with learning disabilities who do not see the value in coming back for another check. 
 Further issues highlighted included invitations for health checks not being accessible to people with learning disabilities, poor quality of the actual health check that may be carried out by people who may not have received sufficient training and/or who do not know the individual.
Important elements of the health check  are asking about changes in symptoms, doing specific public health checks including dental and making sure referrals for further investigation happen
The committee discussed having a health action plan after the health check which should be agreed and shared with the person with learning disabilities. 
The committee also discussed hospital admissions.  The committee agreed that people with learning disabilities should have a hospital passport which can support receiving adequate care during hospital stay. 
It was agreed that the improvements can be made in particular in regards to planned hospital admissions. Support from learning disability liaison nurses should ensure appropriate adjustments and sufficient preparation prior to an admission. 
Lack of learning disability liaison nurses in some hospitals was highlighted by the committee. Whilst some hospitals have arrangements in place, others still do not have this support available to people with learning disabilities attending hospital. 
ACTION: NICE team to progress a statement on annual health checks.

ACTION: NICE team to progress a statement on planned hospital admissions and making reasonable adjustments through having a liason support nurse.  

	End of life care

· Planning end of life – Not prioritised 
The committee agreed not to prioritise this area as it is already covered by QS13 End of life care in adults. 

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

	The following areas were not progressed for inclusion in the draft quality standard.
· Statutory responsibilities 

· Skills & experience



	7. Resource impact and overarching outcomes

	The committee considered resource impact of all the areas prioritised. It was agreed that whilst all have cost implication, none of those are additional costs. The cost of implementing the quality standard does not go beyond what is included within existing statutory requirements.  

The committee confirmed the overarching outcomes are those presented in the briefing paper.

· Promotion of independence, choice and control over daily life

· Experience of people using adult social care services

· Experience of people using healthcare services 

· Health- and social-care-related quality of life (including carer quality of life)

Oral health was suggested as an additional outcome but recognised as most likely not directly linked. 

AW requested that the committee submit suggestions to the NICE team when the draft quality standard is sent to them for review.

	8. Equality and diversity

	It was agreed that the committee would continue to consider equality and diversity as the quality standard was developed. Currently, following groups are 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



	9. Any other business
The committee were asked if there would be any benefit in additional specialists joining the meeting. 2 roles were highlighted for consideration.
· Learning disabilities liaison nurse 
· GP who leads in learning disabilities 
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