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Michael Rudolf (chair), Gillian Baird (vice-chair), Julie Clatworthy, Allison Duggal, Jean Gaffin, Steve Hajioff,  Corinne Moocarme, Michael Varrow, Tessa Lewis, Mark Temple, Rachel Ingram, Lindsey Rees, Brian Hawkins, Peter Hoskin
Specialist committee members:
Lloyd Bradley, Rosie Werner, Ruth Kent, Elspeth Dixon, Jill Scarisbrick, Susan Hourihan (TC)

NICE staff

Nick Baillie (1-9), Paul Daly (1-9), Nicola Greenway (1-9), Laura Worthington (1-9), Chris Bird (1-4), Laura Delaney (1-4)
NICE observers
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Apologies

Nick Screaton, Jim Thomas, Hannah Critten, Moyra Amess, Jane Putsey, Richard Bunn (SCM)
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 Cerebral palsy in adults quality standard.
The Chair confirmed that there were no public observers joining the morning session of 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 in the morning session was the Cerebral palsy in adults: specifically;
· Multidisciplinary team

· Access 

· Pathways

· Reviews

· Communication and technology

· Information sharing

· Clinical complications and comorbidities

· Additional areas
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 during the morning session. 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 Tuesday 21 May 2019 and confirmed them as an accurate record.
4. QSAC updates
CB and LD presented feedback from the evaluation of developing the Care and support for people growing older with a learning disability quality standard, in particular the responses from the experts by experience.
5. Prioritisation of quality improvement areas – committee decisions
PD provided a summary of responses received during the Cerebral palsy in adults topic engagement  He 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.
General
The committee queried some points presented as part of the topic overview including:

· life expectancy and whether it is indeed similar to the general population
· the point at which the developing brain is affected
· whether ‘occupational health’ should be replace by ‘occupational therapy’ in the list of specialist services.

Action: NICE to review the briefing paper for accuracy. 
The committee was informed that learning disability and autism training for health and social care staff is going to be mandatory under proposals consulted upon by the Department of Health and Social Care. 
The following areas were prioritised for inclusion in the draft quality standard.
1st area: Multidisciplinary team (MDT)
The committee agreed this to be a priority area for quality improvement as they recognised that accessibility to specialist services varies across the country. It is particularly difficult for adults with cerebral palsy to access services in the north of England. They agreed that the MDT could be a neurodisability team:  it does not necessarily need to be a cerebral palsy specific MDT. Members of the MDT should be experienced in the management of neurological impairments and could include a rehabilitation medicine or neurodisability consultant. 
The committee were informed that an adult with cerebral palsy can access an MDT by self-referral or GP referral. They highlighted that when people are referred to services this does not necessarily mean that they are accepted.
The committee recognised that the source guidance (NG119) does not mention orthotics in relation to MDT, and that only 2 specific sub-groups of adults with cerebral palsy are recommended for referral to an MDT. 

Action: NICE to draft a statement based on NG119 recommendation 1.1.1 that adults with cerebral palsy are referred to an MDT if their ability to carry out their usual daily activities deteriorates, or if a neurosurgical or orthopaedic procedure is being considered.  Explore having one measure as number of people deteriorating being seen and one measure as people being considered for surgery being seen. Define MDT. 
The committee recognised that the resource impact analysis for England is based on a number of assumptions and will not necessarily reflect variation in services across the country.
2nd area: Access – Vocational skills and independent living
The committee were informed that employment rates for adults with cerebral palsy in the UK are poor. They therefore agreed this to be a priority area for quality improvement with the intended outcome of improving employment rates. They considered independent living to also be a priority area for quality improvement. 
Action: NICE to draft one or two quality statements based on NG119 recommendations 1.2.11 and 1.2.12 that both adults with cerebral palsy who want to work or are already in work, and those that want to live independently should be referred to an occupational therapist. One outcome measure would be employment rates. Highlight joint commissioning in the supporting information. Reference best practice guide on DHSC website. 
3rd area: Annual reviews 
The committee agreed that all adults with cerebral palsy with complex needs should be reviewed by a specialist team annually. Reviews may happen more frequently than this but should happen at least annually. The committee recognised that adults other than those with complex needs may need reviews, but this is not supported by a strong guideline recommendation. The committee considered how to measure and capture this population. 
Action: NICE to draft a statement on adults with cerebral palsy with complex needs having an annual review based on guideline recommendation 1.1.13. Include main contact between reviews in audience descriptors and investigate if this can be an additional measure. Incorporate that information from the annual review must be shared. Include into the rationale that people with cerebral palsy with complex needs should be assessed for a variety of clinical complications and comorbidities in the annual review. 
4th area: Communication and technology

The committee were informed that appropriate referral of adults with cerebral palsy to speech and language therapists is not currently always happening. They also heard that alternative and augmentative communication systems (AAC) are provided through a hub and spoke model and accessed through speech and language therapy services. They agreed that expert input needs to be tailored to the individual as speech and language therapists can provide training for families, carers and patients on how to use assistive technology. The committee suggested including patient satisfaction in the outcome measures.
Action: NICE to draft a quality statement on referral to speech and language therapists. Include in the rationale why it is important to refer to a speech and language therapist to include training of families/carers/patients based on guideline recommendations 1.2.6 and 1.2.4.
The following areas were not prioritised for inclusion in the draft quality standard.
Accessible facilities & equipment – this is already covered by legislation and a statement on equipment would not be person-centred. The committee also noted that Department of Health ‘health building notes’ already give best practice guidance on the design and planning of new healthcare buildings, and on the adaptation or extension of existing facilities.
Physiotherapy and physical activity – physical activity is already covered by existing quality standards: QS84 Physical activity: for NHS staff, patients and carers; and QS183 Physical activity: encouraging activity in the community. Physiotherapy would be included in the quality statement on MDTs.
Pathways – Pathways were not progressed as a specific statement as statements focus on actions that demonstrate high quality care or support. Pathways were recognised as underpinning other quality statements and enabling their actions to take place. 

Action: NICE to reference pathways throughout the quality standard where appropriate. 
Main contact between reviews – will be addressed in annual review statement.
Information sharing - covered in QS15 Patient experience in adult NHS services. 
Action: NICE to refer to QS15 and NG119 information sharing recommendations in supporting information where appropriate. 

Clinical complications and comorbidities – this area covers such a wide range of conditions that the committee felt that it would be inappropriate to highlight only one of them. The committee agreed it would be difficult to measure many of the supporting guideline recommendations. Instead they decided to include this area within the rationale of the quality statement on annual reviews.
6. Additional quality improvement areas suggested by stakeholders at topic engagement
The following areas were not progressed for inclusion in the draft quality: 
· Training for clinicians – Quality statements focus on actions that demonstrate high quality care or support, not the training that enables the actions to take place. 
· Transition to adult services – the committee recognised the importance of this area. However it is already covered by QS140 Transition from children’s to adults’ services and falls within the scope of QS162 Cerebral palsy in children and young people.
7. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard.

PD 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

PD provided an outline of the equality and diversity considerations included so far and requested that the committee submit suggestions when the quality standard is sent to them for review.
9. Any other business
None
Close of meeting
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