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Date: Tuesday 22 October 2019
Location: NICE office, Level 1a City Tower, Piccadilly Plaza, Manchester, M1 4BT
Morning session: Cerebral palsy in adults – review of stakeholder feedback

Minutes: Final 
Quoracy: The meeting was quorate 
Attendees

Quality Standards Advisory Committee 2 standing members:

Michael Rudolf (chair), Gillian Baird (vice-chair), Jean Gaffin, Steven Hajioff, Corinne Moocarme, Jane Putsey, Jim Thomas, Mark Temple, Nick Screaton, Rachael Ingram, Lindsay Rees 
Specialist committee members:

Ruth Kent, Lloyd Bradley, Elspeth Dixon, Rosie Werner, Jill Scarisbrick 
Susan Hourihan (attended by telephone)
NICE staff

Mark Minchin (MM) {1-8}, Paul Daly (PD) {4-7}, Nicola Greenway (NG) {4-7}, Jamie Jason (JJ) notes 
NICE observers

Becky Cook, Adam Storrow 
Apologies

Moyra Amess, Julie Clatworthy, Allison Duggal, Tessa Lewis, Hannah Critten, Brian Hawkins, Peter Hoskin, Michael Varrow
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 draft cerebral palsy in adults quality standard.

The Chair confirmed that there were no public observers at the committee meeting.
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 cerebral palsy in adults.
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 June 2019 and confirmed them as an accurate record.
4. Recap of prioritisation meeting and discussion of stakeholder feedback
PD provided a recap of the areas for quality improvement prioritised at the first QSAC meeting for potential inclusion in the draft quality standard.
PD summarised the significant themes from the stakeholder comments received on the cerebral palsy in adults draft quality standard and referred the committee to the full set of stakeholder comments provided in the papers.
General note 
The Chair would like to note that he recently attended an event at the houses of parliament where NICE’s work 20th birthday was being celebrated.  Jean Gaffin and Dr Tessa Lewis were presented with awards recognising their contribution to NICE’s work.  

Discussion and agreement of amendments required to quality   

Draft statement 1: Multidisciplinary team
Adults with cerebral palsy are referred to a multidisciplinary team if their ability to carry out usual daily activities deteriorates or may be affected by a procedure.
The committee discussed statement 1.
Feedback from stakeholders was that the statement included 2 separate groups and the committee discussed whether the statement should be split to form 2 separate statements.  There is a group who is deteriorating and a group who are being considered for a procedure that may affect their abilities.  It was noted that the underpinning guideline recommendation covers 2 different circumstances. 
The committee agreed that both of the groups covered by the statement are important, noting that communication is key.  There has to be a pathway of referral and communication with the multidisciplinary team before and after deterioration.  Breakdown in communication can affect lives.  It was noted that this area was prioritised at the first QSAC meeting as there are no multidisciplinary teams for either of these groups. 
It was suggested both populations could be captured by amending the statement to say deteriorated and anticipated deterioration.

It was noted that the statement in its current form does not align with the methods and processes used to ensure consistency between quality standards. As such it may require amendment as part of the internal quality assurance processes. Committee made clear that they wanted both groups to be covered by the statement. However, if committee could only cover one group the statement should cover those whose ability is deteriorating.

Referral 

Committee discussed who would be doing the referral.  If the person is having a procedure it could be the person planning or providing the procedure such as a surgeon or anesthetist.  For those whose ability deteriorates, it may be the GP but anyone can make the referral.  It could be a voluntary sector team, therapist, social worker or a self-referral.  It was noted, though, that some multidisciplinary teams can currently only receive referrals from GPs.  
Multidisciplinary team
It was suggested that the following be included in the definition: specialist engineering, CT services and access to wheelchairs. It was also suggested that surgeons be removed.
It was suggested the statement specify multidisciplinary team specialising in cerebral palsy rather than a generic MDT.   

Members discussed whether the reference to ‘neurological impairment’ should be changed to ‘neurological condition’. Committee agreed that the two are different, that the guideline says ‘impairment’ and that the wording for this statement should not be changed.  
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.
ACTION: NICE team to amend the statement to capture both populations.  

ACTION: NICE team to amend the definition of the multidisciplinary team. 

Draft statement 2: Annual reviews
Adults with cerebral palsy who have complex needs have an annual review.

The committee discussed statement 2.
Review 

Committee discussed the annual review in the context of other reviews that an adult with cerebral palsy may have. These include an annual health check for other long-term conditions and possibly social care checks.  

Committee agreed that the information supporting the statement makes clear that the annual review is distinct from other reviews, highlight the differences and specify this is in addition to other health checks.  

The committee suggested that it is noted in the statement wording who will do the annual review.  The committee agreed that due to capacity constraints the entire multidisciplinary team will not be able to see someone once a year, its usually a professional who has a team behind them.  Statement 3 and 4 are clear on what professional does what.  

Continuity 

Some support for having the same healthcare professional carry out the review but this isn’t flexible with the services currently being delivered and can have a negative affect if the person becomes too dependent.   

Resource
The resource impact report for the guideline recognises that there is an absence of robust data on current practice nationally. Based on assumptions, the report estimated the financial impact of annual reviews for those with complex needs at over half a million pounds, but this would be largely offset by savings from a reduction in emergency admissions.  The estimated net budget impact is therefore small.  The committee heard that multidisciplinary team rehab is cost effective.  

There was concern the statement may cause inequity as it only covers those with complex needs and people could fall through the gaps.  However, it was noted the guideline recommendation underpinning the statement only covers those with complex needs, and that at the prioritisation meeting it was recognised that the annual review for this group wasn’t happening and that is why it was progressed.  
The committee agreed to reword the statement to state who is doing the review and highlight it is separate and distinct from other reviews.  Also, to remove the reference to learning difficulties and the associated enhanced service within the supporting information.  
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.
ACTION: NICE team to clarify what the review is and who should do it.

Draft statement 3: Independent living
Adults with cerebral palsy who want support to live independently are referred to a professional with expertise in independent living.
Draft statement 4: Vocational skills
Adults with cerebral palsy who want support to work are referred to a professional with expertise in vocational skills and independent living.
The committee discussed statement 3 and 4 together.  
It was agreed there isn’t duplication in the statements, the areas of improvement are totally different.  

The committee discussed who the professional with expertise may be.  Is it always an occupational therapist?  For statement 3 the committee agreed that it is currently usually an occupational therapist, whilst noting that it might be a GP/social worker who then refers to an occupational therapist. However, it was noted that it increasingly could be a multi-skilled therapist. For statement 4 it might not always be an occupational therapist.  It may be someone from a vocational service such as Scope or other services like a psychologist.  
The statement about returning to work is different.  There are often more issues around the practicalities than the actual returning to work.  Issues around personal care, housing, getting to work.   

It was suggested by consultees that statements 3 and 4 are similar and could be combined in one statement. However, it was noted that the populations are different and this would not be possible.  
It was suggested that independent living be defined, there are various levels of independent living. The quality improvement is having somebody there to help.  The outcome is about being autonomous.  
It was suggested that the role of DWP be added to audience descriptors.  
It was agreed to retain the statement wording but highlight in the definitions and supporting text that most times it would be an occupational therapist but not always. 
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.
ACTION: NICE team to progress statement as worded but ensure occupation therapist is highlighted throughout but that in some cases it can be other services and teams.
Draft statement 5: Communication
Adults with cerebral palsy who have communication difficulties are referred to speech and language therapy services to assess their need for intervention.
The committee discussed statement 5.  
It was agreed that the focus is on the referral. It was noted saying that referral to the services is important as opposed to saying referral to a therapist.  Access to communication aids and equipment is important and is covered by referral to the service.  

It was discussed whether there needs to be more action after referral and following up.  

It was suggested the needs of the assessment be put in the rationale or supporting information.
Although committee were satisfied with the statement wording, they queried if the statement wording should refer to adults being seen rather than adults being referred. This would align with the approach taken for similar statements in other quality standards.
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.
ACTION: NICE team to change statement wording to assess rather than referral. Include referral in the other areas.
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:

1. Eating and drinking difficulties (or a cross-cutting theme across quality statements) - At the prioritisation meeting, committee agreed it was not appropriate to identify a single complication or comorbidity given the range covered by the guideline.   
2. Transition from paediatrics (treatment regime to maintain functionality) – already have a quality standard on transition from children’s to adult services that covers this.  
3. Management of spasticity and dystonia – It is not appropriate to identify a specific complication or comorbidity. Statement 1 also refers to a multidisciplinary team advising on specialist treatment options for dystonia and spasticity in the rationale.
6. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard.
There were no additional comments. 
The committee confirmed the overarching outcomes are those presented in the draft quality standard.

· quality of life

· functional independence (ability to carry out activities of daily living)

· pain

· participation
· unplanned hospital admission
It was suggested unplanned hospital admission was not an outcome, but it was explained that the guideline has identified this outcome based on the evidence reviews.  Other suggestions for consideration included:
Care costs is a proxy measure, for example functional independence.  

Prolonged length of stay.

Reduction in social care packages. 

Demand in social care may increase.
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 discussed groups that may experience unequal access to services or health inequalities. They suggested adding ethnic groups as the have more congenital problems and may have different beliefs in terms of promoting independence; and disability as access to services can be reduced so different models of care may be needed. 

8. Any other business
No other business.   
Close of meeting
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