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Attendees

Quality Standards Advisory Committee 1 standing members:

Gita Bhutani (Chair), Sunil Gupta, John Jolly, Ian Reekie, Jane Scattergood, Liz Wrigley, Linda Parton, Umesh Chauhan
Specialist committee members:

Richard Grunewald, Wojtek Rakowicz, Paul Eunson, Claire Lehman, Katharine McIntosh, Joanna Atkin

NICE staff

Nick Baillie (NB) {1-7}, Alison Tariq (AT) {3-6}, Daniel Smithson (DS) {3-6}, Jamie Jason (notes) 
NICE observers

Maxine Hurst, Sharon Rawlinson, Alison Sansome, Siobhan Youd 
Apologies

Phillip Dick, Teresa Middleton, Hazel Trender, Jane Dale, Tim Cooper
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. 
The Chair confirmed that there were no public observers joining the meeting. 
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 was the suspected neurological problems: recognition and referral specifically: 
· Improving recognition and referral (over 16s)

· Continuing or new symptoms (over 16s)

· Improving recognition and referral (under 16s)

· Information and support
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 meeting. The Chair asked the specialist committee members to verbally declare all interests.
2. Minutes from the last meeting
The committee reviewed the minutes of the last QSAC 1 meeting held on 3 October 2019 and confirmed them as an accurate record.
3. Prioritisation of quality improvement areas – committee decisions
AT provided a summary of responses received during 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. The committee discussed the comments received from stakeholders and specialist committee members at topic engagement (in bold text below).

General
The committee noted that the Royal College of GPs and Emergency Medicine didn’t comment at topic engagement. They were chased but it isn’t unusual for them to just comment at consultation.  

Improving recognition and referral
a) Dizziness and vertigo – Prioritised 
b) Gait ataxia, sensory disturbances and gait apraxia - Not prioritised 
c) Limb and facial weakness - Not prioritised 
d) Posture distortion - Not prioritised 
e) Referral for subarachnoid haemorrhage – Not prioritised 
f) Confusion and drowsiness – Not prioritised 
It was discussed that there was rather a lot of options here and it may be difficult to prioritise.  
In terms of the referral it was noted that it may be other health professionals besides GPs that make referrals.  This can be put in the audience descriptors. 

Should the priority be the areas of greatest prevalence?  
Referral for subarachnoid haemorrhage – lots of people present with this and it is felt there is little room to improve.  

Confusion and drowsiness - lots of people present with this and it is felt there is little room to improve.  

The top 4 all have room for improvement.  

What would have the biggest impact?  The effect of getting it right, preventing death or disability and making immediate referrals.  

Around 1 in 100 patients would have a neurological condition.  When presenting with a possible symptom like a headache it’s about excluding a neurological condition.   Should everyone with a headache have a CT scan? Migraines can be misdiagnosed.  People are given opiates but still have the symptoms.   There is a population of people who are missed.

If the statement is aimed at GPs is there something that is being missed, something that can help GPs make a faster diagnosis.   
An important area the committee felt should be prioritised was psychological support.  Although there are no recommendations the patient community voiced the importance of having psychological support whilst waiting for a diagnosis.  There was discussion around whether it was suitable to provide people with information prior to having a diagnosis and whether it reduces or increases anxiety levels. The NICE team referenced the existing QS on patient experience but agreed to try to develop something specifically for this population.
There was discussion of cross referencing.  Are symptoms unique to neurology or are they symptoms of dementia or losing weight or other causes.  

Common conditions like vertigo are not managed well.  There is room for improvement.  Dizziness and vertigo are the most prevalent.  
The committee agreed to prioritise dizziness and vertigo as an area for improvement.

The committee agreed to explore a statement on information, support and signposting and psychological support.
ACTION:  NICE team to progress a statement on dizziness and vertigo based on recommendations 1.2.1 and 1.2.6.

ACTION:  NICE team to explore a statement on psychological support.  

Continuing or new symptoms
a) Functional neurological conditions, chronic fatigue syndrome/myalgic encephalomyelitis (or encephalopathy) or fibromyalgia – Prioritised 
b) Peripheral neuropathy – Not prioritised 
a) Is about the confidence of GPs managing and referring.

b) Is about vitamin B 12 serum levels and injection avoid neurological damage.  This has no recommendations.  

People with chronic fatigue syndrome are passed around and not dealt with properly.  
The fatigue guideline states there should be services but if there aren’t services set up there won’t be a diagnosis.  

From a patient point of view chronic fatigue is not being diagnosed well and there are not many services.  

Is there something that can support GPs to make a confident diagnosis or somewhere else people can be sent.  People are often referred to neurology just because there is no other correct route.  If it is not a neurological condition they are referred back to the GP.
1.8.3 is regarding assessment but it is a do not do statement.  It was suggested this could be framed in a more patient focused way.    

1.8.2 is about people who have been diagnosed and what to do when they present with a new symptom.  
The important thing is that the person is referred to the correct service and not sent back and forth.  Also to support GPs in making that correct referral.  
It was suggested this could be broader rather than just one symptom and list what the assessment includes.  

ACTION:  NICE team to progress a statement on continuing or new symptoms based on recommendations 1.8.2 and 1.8.3. 
Improving recognition and referral
a) Headache as a ‘red flag’ symptom – Prioritised 
b) Head shape or size abnormalities – Prioritised 
c) Hypotonia (‘floppiness’) – Not prioritised 
d) Duchenne muscular dystrophy – Not prioritised
e) Speech problems in teenagers – Not prioritised
f) Sudden limb weakness – Not prioritised
It is noted there is no current practice for any of these areas:

· head size and shape abnormalities

· hypotonia (‘floppiness’)

· Duchenne muscular dystrophy 

· sudden limb weakness 

Headache as a red flag symptom is a common symptom in children.  In Scotland of 700,000 severe headaches in children around 40-50 brain tumours are diagnosed a year.  
Younger children under 5 don’t present with a headache, maybe a change in behaviour or changes in head size.  They often don’t get their head measured in primary care.  This is a valuable early warning sign.  
a) and b) would be important and easy to measure. 

Hypotonia there is a curable treatment.

Duchenne muscular dystrophy only effects boys, mother is a carrier.  

Sudden limb weakness

Strokes are less common in children, more likely related to an underlying condition.  Children don’t get the access to treatment that adults get.  If a teenager has slurred speech and is taken to hospital adult services won’t deal with that.  The committee were keen to develop stroke services for children.  

There isn’t a great deal of paediatric input in the guideline. 

The important thing is early diagnosis of brain tumour.
The committee agreed that a) and b) should progressed.  
ACTION:  NICE team to progress a statement on headaches as a red flag and head size based on recommendation 1.21.1, 1.22.2, 1.22.3 and 1.22.4.
Information and support
· Driving and safety information – Not prioritised 
The committee felt this was not an important area to be progressed. 

There is support for signposting and information but no recommendations.  

4. Additional quality improvement areas suggested by stakeholders at topic engagement
The following areas were not progressed for inclusion in the draft quality standard.
· Access to new treatments and improving diagnostics

· Statements on training and development 

· Coordination of services and models of care

· Condition specific information and signposting – This was prioritised and discussed under 4.1
· Recognition of rare and early onset neurological conditions 

· Rare conditions and diagnosis of early
· Source guidance recommendations 

· Training and development

· Equalities Impact Assessment

· Conditions covered by other quality standards 
It was suggested we link with NHS Right Care on how the system works and neurology tool kits with regards to implementation.
It was noted that primary care is evolving and systems are merging so to be careful with the language used when specifying which healthcare professionals the statements are aimed at.  

5. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard.
Consideration to the audience and training requirements for statement 1 on repositioning techniques for BPPV.

The lack of service that exist for the management of functional neurological conditions.

The committee confirmed the overarching outcomes are those presented in the draft quality standard.
· Time to diagnosis 

· Patient experience of NHS services

· Unscheduled emergency admissions 

· Health related quality of life for people with existing neurological conditions.
The committee would like to add time taken to see specialists.  
6. 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 would like to add women are more affected by functional neurological conditions and women that looked after children. 
Homeless people and prisoners are more likely to be misdiagnosed as other causes for steadiness and gait issues are assumed such as alcoholism. 
Also hydrocephalus in under recognised in the elderly as people assume it’s a normal sign of aging.
7. Any other business
None
Close of meeting
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