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	Quality standards advisory committee 3 meeting
Date: 24 April 2019
Location: NICE office, Level 1a City Tower, Piccadilly Plaza, Manchester, M1 4TD
	Service model for people with a learning disability and behaviour that challenges – review of stakeholder feedback
Minutes: Draft 


	Attendees

	Quality standards advisory committee 3 standing members:
Hugh McIntyre (Chair), Jim Stephenson (vice-chair), Deryn Bishop, Amanda de la Motte, Nadim Fazlani, Malcolm Fisk, Madhavan Krishnaswamy, Keith Lowe, David Pugh, Darryl Thompson, Julia Thompson, Jane Dalton

	Specialist committee members:
Andrea Wiggins, David Harling, Jeremy Winter, Jonathan Senker, Liz Zijlstra, Richard Hastings, Vivien Cooper, Rafik Hamaizia, Isaac Samuels, Jo Giles (facilitator), Jordan Shamsoo (support worker)  

	NICE staff
Nick Baillie (NB) {4-8}, Stacy Wilkinson (SW) {4-8}, Nicola Greenway (NG) {4-8}, Jamie Jason (JJ) Notes
NICE observers
Laura Delaney, Charlotte Fairclough

	Apologies  
Ivan Benett, Ann Nevinson, Phil Taverner, Carolyn Chew-Graham
 

	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 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 Service model for people with learning disabilities and behaviour that challenges specifically: 
•
Lead commissioner

•
Named lead practitioner

•
Support for families and carers

•
Services in the community

•
Housing
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 QSAC3 meeting held on 20 March 2019 and confirmed them as an accurate record.

	4. Recap of prioritisation meeting and discussion of stakeholder feedback

	SW provided a recap of the areas for quality improvement prioritised at the first QSAC meeting for potential inclusion in the Service model for people with a learning disability and behaviour that challenges draft quality standard. 

SW summarised the significant themes from the stakeholder comments received on the Service model for people with a learning disability and behaviour that challenges draft quality standard and referred the committee to the full set of stakeholder comments provided in the papers.

	4.1 Issues for consideration 

	The NICE team informed the committee that stakeholder feedback supported merging the service model quality standard with the NICE learning disabilities: challenging behaviour quality standard (QS101). The NICE team will ask the committee members for input on the order of the statements when they have been merged.

The committee discussed some of the concerns that stakeholders fed back during consultation, in particular:
The definition of behaviour that challenges 

The committee felt there was not enough emphasis on quality of life in the definition and would like this to be highlighted. 

Clarity around the role of the carer 

The committee felt that more clarity is needed in terms of defining that an unpaid/family carer is meant. 

Behaviour that challenges used as a form of communication

The committee felt that challenging behaviour can be used as a form of communication and should be highlighted in the quality standard.  
The use of the word ‘people’
There was a strong consensus within the committee that using the word ‘people’ could exclude young people and children. Committee members gave examples of how it can be used as a loophole to not apply guidance to children and young people. A specialist committee member explained that NHS England and NHS Improvement have used ‘children, young people and adults’ in full in their learning disabilities guidance.
Although the quality standard states that it covers young people and children as well as adults in the introduction, it was felt that in the general population the word ‘people’ would not be seen to cover everyone. The committee felt that the statements should be reworded to say ‘children, young people and adults with a learning disability’ to ensure they do not get excluded.  

There was discussion that this lengthens the statement and that NICE style is to use ‘people’ when all age groups are included, but the committee wanted the change and said that an exception to NICE style was made for the guideline. The NICE team agreed to the change but advised that this change might not get through internal review. 
ACTION: NICE team to ask the committee members for input on the order of the statements when they have been merged.

ACTION: NICE team to highlight the quality of life in the definition. 
ACTION: NICE team to provide clarity around the role of the carer.  

ACTION: NICE team to highlight challenging behaviour as a form of communication. 

ACTION: NICE team to look at changing the wording from ‘people’ to ‘adults, young people and children’.  

	5. Discussion and agreement of amendments required to quality standard

	Draft statement 1: Lead commissioner
Local authorities and clinical commissioning groups jointly choose a lead person to oversee strategic commissioning of services for all people with a learning disability.
	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 committee discussed the challenges around this statement.  It was agreed that this isn’t unachievable as some areas are already doing it, and how it was seen as a fundamental recommendation when developing the guideline. The committee felt that this statement could have the most profound impact and provide accountability.
It was discussed that the outcomes are not specific enough. There should be more focus on personal goals and the right services being available at the right place and at the right time. The committee also felt that more information should be added to the data sources for patient satisfaction outcomes on how to gather feedback, in particular from people who are non-verbal.   

The committee discussed that it would be helpful to define coproduction somewhere within the quality statement.  

ACTION:  NICE team to define coproduction.  
ACTION:  NICE team to look at the outcomes.  



	Draft statement 2: Named lead practitioner
People with a learning disability and behaviour that challenges have a named lead practitioner.


	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 committee discussed including a Care Programme Approach (CPA) as an example of a model that could be used, but it was felt that there are different ways to do it and it is better not to specify.  The quality statement is not a guide on exactly how to execute it.  

The committee noted that patient and family choice of the named practitioner is key. The committee discussed how this role is to help a person with a learning disability navigate the system, and not everyone is in a health setting, it might be a health, social care or education environment. The committee agreed to emphasise in the rationale that it is important for the person with a learning disability to choose who the lead practitioner is and the right environment.
The committee discussed the qualifications of the lead practitioner and whether this would be a professional role or could be based on experience.  The committee agreed to keep this quite broad, including non-medical staff, and to add more examples to the audience descriptor.  It was noted that family members may not have the power to make changes.  
ACTION: NICE team to include patient choice in the rationale.

ACTION: NICE team to clarify the role isn’t just professional based and to add more examples to the audience descriptor. 


	Draft statement 3: Support for families and carers
Families and carers of people with a learning disability and behaviour that challenges are involved by services in developing the person’s care and support plan, which includes how to prevent or respond to a crisis.


	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 committee discussed whether the person with a learning disability should be included in the statement, but it was agreed that statement 2 focuses on the person and statement 3 should focus on families and carers. 
The committee felt that it is important to add that families be involved only if the person wants them to be.  Not all people get along with their families or their family might not have their best interests in mind.  Also not all people have a family.  It was noted that a reference to advocates is already included in the rationale.   
The committee discussed safeguarding issues and agreed that safeguarding rules apply everywhere, and this does not need to be specified for this statement, as a level of professional practice can be assumed.
ACTION: NICE team to add to the rationale that this is only if the person wants their family to be involved. 
ACTION: add text to the rationale to clarify that the person is more likely to stay with their family, but only if they want to. 


	Draft statement 4: Services in the community
People with a learning disability and behaviour that challenges can have specialist behavioural support in the community.


	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 committee discussed the overlap between the service model guideline and the clinical guideline. The committee agreed that the clinical guideline should be used to expand the definition of specialist behavioural support and what this includes. The committee also discussed how the support should be local, and there needs to be competence in the community so that people don’t have to move far away. Including the functions that the support should perform was also thought to be important.
The committee discussed the timing of the support. The committee agreed that it is important to access support early, before things go wrong and when signs are noticed. If access to support isn’t available it can lead to crisis or people going into institutions. The committee agreed that preventive work to maintain daily lives and quality of life should be emphasised in the supporting sections. The committee also agreed that it is up to the lead commissioner to set local waiting times, which is why the guideline did not include a timeframe, so the quality standard should do the same.

The committee noted forensics and criminal justice should be added to the rationale. 

It was suggested the statement wording be changed from ‘can have’ to ‘are able to access’. 

ACTION: NICE team to refer to both learning disabilities: challenging behavior guidelines and expand the definition of specialist behavioural support.

ACTION: NICE team to include forensics and criminal justice in the rationale or definition.  
ACTION: NICE team to emphasis early intervention and prevention in the supporting sections.
ACTION: NICE team to look at changing the statement wording from “can have specialist behavioural support”



	Draft statement 5: Housing
Adults with a learning disability and behaviour that challenges are supported to live where and how they want.


	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 committee discussed housing and the environment and the importance of ensuring that the housing is fit for the person, and how they shouldn’t have to live in the first place offered.  It isn’t just the type of house that is important: helping them to be supported to live the life they want and being socially included and part of the community are also key. The committee agreed that the statement specifying that they are supported to live ‘how they want’ covers who they live with and the other aspects discussed. The committee did not feel that any changes to the statement were needed, but agreed that a sentence from the rationale on living outside their local community should be removed.
The committee discussed other outcomes that could result from this statement. One committee member made reference to outcomes in a recommendation in the guideline. The committee agreed that the outcomes included in the rationale should be looked at.
ACTION: NICE team to remove ‘outside their local community’ from the rationale. 

ACTION: NICE team to include additional outcomes in the rationale. 


	6. 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:

· Early intervention and prevention services – The committee would like to highlight this in the introduction and throughout the quality standard
· Annual learning disability reviews/health checks – This is covered in QS101 statement 1
· Positive behavioural support to be available 24/7- This was discussed at the prioritisation meeting and agreed not to be included in the quality standard. The committee also felt that this is covered in statement 4. 
· Transition from children’s to adult services – This was discussed at the prioritisation meeting and agreed not to be included in the quality standard. There is already a quality standard on transitions. 


	7. Resource impact and overarching outcomes

	The committee considered the resource impact of the quality standard and agreed that the statements are achievable locally.



	8. Equality and diversity

	It was agreed that the committee would continue to contribute suggestions as the quality standard was developed.  Some suggestions of potential inequalities were made below: 
· Seldom heard groups
· Children and young people without family advocates
· people that don’t have access to the spoken word
· Social class 
· Homelessness, in particular people with autism released from the criminal justice system


	9. Any other business

	None.

	Close of meeting
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