
National Institute for Health and Care Excellence

Quality Standards Advisory Committee 1 meeting
Date: Thursday 5 September 2019
Location: NICE office, Level 1a City Tower, Piccadilly Plaza, Manchester, M1 4BT
Morning session: Decision-making and mental capacity – prioritisation of quality improvement areas 

Afternoon session: Renal stones – prioritisation of quality improvement areas 
Minutes: Confirmed
Quoracy: The meeting was quorate 
Attendees

Quality Standards Advisory Committee 1 standing members:

Bee Wee (chair), Gita Bhutani (vice-chair), Sunil Gupta, Ian Reekie, Jane Scattergood, Jane Dale, Liz Wrigley, Linda Parton, Umesh Chauhan 
Specialist committee members:

Morning session – TOPIC: Decision-making and mental capacity 
Eve Baird, Lucy Bonnerjea, Julie Carr, Antoinette Foers, Nageena Khalique, Phil Ruthen, James Shutt, Anna Volkmer
Apologies: Rob Walker

Afternoon session – TOPIC: Renal stones 
Robert Calvert, Andrew Dickinson, Jill Hatton, Nick Leggett, Shabbir Moochhala, Martin Mraz  
NICE staff

Nick Baillie (NB) {1-15}, Anna Wasielewska (AW) {4-8}, Alison Tariq (AT) {4-8}, Stacy Wilkinson (SW) {11-15}, Nicola Greenway (NG) {11-15}, Jamie Jason (JJ) Notes 
Apologies

Phillip Dick, John Jolly, Teresa Middleton, Hugo Van-Woerden, Hazel Trender, 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 objective of the meeting, which was to prioritise areas for quality improvement for the Decision-making and mental capacity quality standard.
The Chair confirmed there were no public observers.  
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 decision-making and mental capacity specifically: 
•
Supporting decision making

•
Advance care planning 

•
Assessment of mental capacity 

•
Best interest decision making
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 most recent QSAC 1 meeting held on 6 June 2019 and confirmed them as an accurate record.
4. Prioritisation of quality improvement areas – committee decisions
AW provided a summary of responses received during the decision-making and mental capacity topic engagement and referred the committee to the full set of stakeholder comments provided in the papers. The committee discussed comments received from stakeholders and specialist committee members grouped into broad areas for quality improvement (in bold text below).
a) Supporting decision-making

· Person centred process- Prioritised 
· Communication – Not prioritised 
· Independent advocacy – Prioritised  
The committee discussed supporting decision making as an area for quality improvement. 
Stakeholders highlighted the importance of people making their own decision and being supported where appropriate. 

The committee noted all 3 aspects of supporting decision-making were important. It starts with the person-centred process and effective communication.  It is important the right adjustments are made to support the person.  The committee highlighted legislation which already exists but is underutilised such as the equalities act, human rights act, autism act.   

The committee raised concerns that the quality of the decision-making process is key but measuring it can be very challenging. The committee felt that most of the data collected currently around this area was a tick box exercise. 
The committee also highlighted that people were not asked to discuss their end of life wishes.  

The committee noted that a person with hearing loss can be wrongly diagnosed due to this disability. 
The committee suggested that even when the supported decision-making takes place, the quality and recording of it is poor.  

The committee highlighted that independent advocacy services are poorly resourced.  Independent advocates are not always available at short notice when decisions on behalf of people in life threating situations have to be made.  
There is an assumption that everyone can communicate and this has a big impact on attitude and practice. Communication needs to be better defined.  

There was some concern about focusing the statements on telling people about advocacy services (recommendation 1.1.7). The committee agreed that the statement should be made stronger using recommendation 1.1.10.  
ACTIONS: 

The committee agreed to progress a statement focusing on person centred process using recommendation 1.2.4.  This is based on practitioners taking a personalised approach to decision-making.  
The committee agreed to progress a statement focusing on independent advocacy using recommendations 1.1.10 supported by 1.1.7.  This is based on an aspiration that people start accessing independent advocacy services at the supported decision-making stage rather than much later at the best interest decision making stage, and that these services are made available.  
b) Advance care planning- Prioritised  
The committee discussed advance care planning as an area for quality improvement.
Stakeholders highlighted importance of capturing preferences and decisions before person’s mental capacity deteriorates. It was agreed that the care plans should be reviewed regularly to ensure they are valid and up to date.  

ACTION: The committee agreed to progress this area using recommendation 1.3.15 to regularly review advance care plans to ensure they stay valid and up to date.   
c) Assessment of mental capacity
· Assessing mental capacity – Prioritised 
· Decision specific assessment – Not prioritised 
The committee discussed assessing mental capacity as an area for quality improvement.  
The committee highlighted that assessments were not always carried out and when they were, they often lacked quality and detail.  

The committee stresses the importance of mental capacity assessments being carried out correctly and for the records to be kept up to date.  
It was noted principle 2 of the Mental Capacity Act on supporting people to make decisions was often ignored. 

The committee discussed how the quality could be measured and agreed that recommendation1.4.28 includes practical steps and recommendation 1.5.14 includes a list of what to record which can be used to support the statement and measures.  
ACTION: The committee agreed to progress assessing mental capacity as an area for quality improvement using recommendation 1.4.28 and  including a list of what to record from recommendation 1.5.14.  
d) Best interest decision making

· Person centred decision-making– Not prioritised
· Involving families – Not prioritised 
· Best interest decision making process - Prioritised  
The committee discussed best interest decision making as an area for quality improvement. 
Best interest decision making should have a clear record of the process which is required under section 4 of the Act. This information is often missing.

The committee noted that getting stakeholders to attend a meeting can be difficult. The committee also highlighted that sometimes assumptions about what is best for the person are made before anything has been established and there can be pressures put on carers/loved ones to take responsibility for care.  
ACTION: The committee agreed to progress a statement on best interest decision making using recommendation 1.5.6. based on having clear systems in place to record people’s wishes. 
5. Additional quality improvement areas suggested by stakeholders at topic engagement
The following areas were not progressed for inclusion in the draft quality standard.
· Training – out of remit 
· Understanding key components of advance care planning and best interest decision making

· Assessing capacity

· Covert administration of medication

· Dosage form manipulation 

· MCA Champions- out of remit 
· Hospital food- out of remit 
· Pharmacy dispensing- out of remit
6. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard.
There could be a resource impact for advocacy.  

The committee confirmed the overarching outcomes as those presented by AW.

· People being enabled to make decisions about their own lives. 

· People being enabled to participate as fully and effectively as possible in a decision made in their best interests

· Dignity, human rights and rights under the Mental Capacity Act 2005.
· Independence and social inclusion.
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 also suggested including: 

· Children 16 - 18
· People in prisons
· People detained in police custody 

· People detained under mental health act 

· People detained under immigration rule

· People with impairments

· People with communication disorders 

· Victims of domestic violence 

· People who don’t speak English as their first language  

8. Close of the morning session
The specialist committee members for the decision-making and mental capacity quality standard left and the specialist committee members for the renal stones quality standard joined.
9. Welcome, introductions and objectives of the afternoon
The Chair welcomed the renal stones specialist committee members and QSAC members introduced themselves. The Chair informed the committee of the apologies and outlined the objectives of the afternoon, which was to prioritise areas for quality improvement for the renal stones draft quality standard.
The Chair confirmed that there were no public observers joining the afternoon session of the committee meeting.
10. 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 afternoon session was renal stones specifically: 
· Diagnostic imaging 

· Pain management 

· Treatment 

· Metabolic testing and investigations 

· Preventing recurrence
The Chair asked both standing and specialist QSAC members to declare verbally all interests specifically related to the matters under discussion during the afternoon session.  

11. Prioritisation of quality improvement areas – committee decisions
SW provided a summary of responses received during the renal stones 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).

Diagnostic imaging – Prioritised 
The committee discussed how a person with a stone will be in pain and it’s important that a scan is done as quickly as possible to prevent delays to diagnosis and treatment.  

The committee stated that there is pressure on the radiology department and people do often have to wait to get scanned out of hours. The committee agreed that this is a priority area for quality improvement. 
The committee noted that there should be some clarification on where the person presents.  It was agreed that the statement would cover presentation at both emergency and GP practice, as the person should receive the scan urgently regardless of where they present. The committee suggested having separate measures for primary care and acute settings.    

There was some concern that there might be overuse of scans as there are lots of people presenting with abdominal pain. The committee discussed that this statement is for people with suspected acute colic based on history and examination, and this will need to be defined.  
It was discussed whether to clarify that the statement covers new and recurrent episodes and agree it should be included in the rationale.   

ACTIONS: The committee agreed to progress a statement on urgent access to CT scan for adults with suspected renal colic using NG118 recommendation 1.1.1. 

NICE team to split the measures by presentation in primary and acute settings.

Include that the statement covers new and recurrent episodes in the rationale. 

Define suspected renal colic.
Pain management – Prioritised 
The committee discussed how appropriate pain management links into the first area of getting the diagnosis correct.  
It was discussed whether correct pain management is common practice already and whether it warrants a quality statement. It was noted that opioids are frequently used, particularly by the ambulance service. The committee also raised how professionals are concerned about causing acute kidney injury in children, and therefore give them paracetamol instead of non-steroidal anti-inflammatory drugs (NSAIDs). 

It was agreed that anti-inflammatory drugs are the best pain solution for patients with renal colic and NSAIDs should be offered as first-line treatment. The committee therefore agreed to prioritise this as a quality improvement area.
ACTION: The committee agreed to progress a statement on offering NSAIDs as first-line treatment for children and young people, and adults using NG118 recommendation 1.2.1.  
Treatment
· Stenting – Not prioritised 
· Surgical treatment – Prioritised 
· Drainage of the infected obstructed kidney – Not prioritised 
The committee discussed how stenting is used in the absence of surgery happening, and that people are left waiting for treatment instead. Stents are used to prevent infection and for ongoing pain, they do not deal with the problem and they can cause irritation. People can also remain on a waiting list to have them removed. If people are treated surgically within 48 hours, they wouldn’t need to be stented. 
The committee discussed how stents cause higher morbidity but less readmissions, and there is uncertainty over what the gold standard for stenting should be. The committee felt that the area for improvement would be to have stents removed within 2 weeks, however this was not covered in the guideline. The committee therefore agreed not to progress this area.
The committee discussed surgical treatment.
Stakeholders highlighted that surgical treatment should be offered within 48 hours as it improves quality of life and prevents morbidity. The committee felt that this timeframe is quite a challenge and could be seen as resource intensive, but is an important area for quality improvement. It was discussed when exactly the 48 hours begins. It was agreed that the 48 hours starts when the person’s diagnosis is confirmed by a urologist. This is to be detailed in the supporting sections.   

ACTIONS: The committee agreed to progress a statement on surgical treatment within 48 hours using NG118 recommendation 1.5.4. 
Clarify when the 48 hour period starts in the supporting sections.

The committee discussed offering shock wave lithotripsy (SWL) to adults with renal stones less than 10mm. This was highlighted by stakeholders as availability can vary.  

The committee explained that a ureteroscopy (URS) completely removes the stone, whereas SWL sometimes requires further treatment. SWL is considerably cheaper than URS, even if further treatment is needed, which is why the guideline recommended it. As the recommendation was based on cost-effectiveness rather than quality of care, and as the committee were concerned that having a statement on this might make it harder for patients to get URS if they prefer it and want to be stone-free, they agreed not to progress this area. 
The committee discussed drainage of the infected obstructed kidney. 
The committee felt this is not an area for quality improvement as it is not covered in the guideline. There is no debate over whether an infected kidney should be drained, the only variation is over how it is done. It was therefore not felt there would be any benefit from including it in the guideline during guideline development, and the committee also agreed there is no benefit in having a quality statement on it, as drainage is already being done.  

Metabolic testing and investigations – Prioritised 
Stakeholders highlighted metabolic testing as an area for improvement, particularly for those with recurring stones. The committee discussed how some treatments are only available after metabolic testing. The committee discussed the lack of evidence available on this, which is why the recommendation in the guideline is a “consider” recommendation. They also discussed whether a placeholder statement would encourage research in this area, but agreed that as there is already a research recommendation in the guideline, that would achieve the same outcome, and therefore a placeholder statement is not needed.  

The committee stated that serum calcium is not being measured consistently, and how this is important for detecting rare diseases and underlying issues, such as hyperparathyroidism. The hyperparathyroidism guideline also recommends measuring serum calcium for people with a renal stone. The committee stated that if high serum calcium is detected it is treatable and this can help prevent stones. The committee agreed that this is a priority area for quality improvement.
ACTION: The committee agreed to progress a statement on measuring serum calcium for adults with ureteric or renal stones using NG118 recommendation 1.7.2. 
Preventing recurrence - Dietary and lifestyle advice – Prioritised 
The committee discussed dietary and lifestyle advice.
Stakeholders highlighted this as an area for improvement due to the varying access to information. 
The committee discussed how people who have had renal colic want advice on how to stop getting stones again, but that advice given is inconsistent. The committee stated that fluid intake is the best way of preventing stone recurrence, and it is important to make sure that people are advised of this. There was discussion around safe levels of fluid intake for some groups, such as people with heart failure, but the committee agreed that the recommendation in the guideline is suitable for most people, and any specific considerations for individual patients can be highlighted in the supporting sections of the statement. There was also concern that the recommendation on putting lemon juice in water could impact on dental health. The committee agreed to look at whether this should be excluded from the quality standard to align with Department of Health advice on tooth decay. 

The committee also discussed who would be giving the advice, and how this would vary depending on the setting. This could be a urologist, a GP, a dietitian or nephrologist. The committee also stated that it is important to measure whether the person feels they received the advice, rather than whether professionals gave it.
ACTIONS: The committee agreed to progress a statement on offering advice on diet and fluid intake to people who have had a renal or ureteric stone using NG118 recommendation 1.8.1.

Review whether to include all the bullet points from NG118 recommendation 1.8.1, such as adding lemon juice to water.

Mention subgroups that could be affected by high fluid intake in the supporting sections.

Measure whether people feel that they received advice on preventing recurrence.
12. Additional quality improvement areas suggested by stakeholders at topic engagement
There were no additional areas suggested by stakeholders. 
13. Resource impact and overarching outcomes
The committee considered the resource impact of the quality standard.
The committee did not feel there would be a resource impact for pain management, measuring serum calcium or providing information on preventing recurrence.

They stated that there could be resource implications for the following: 

· Diagnostic imaging: there could be possible issues with providing 24/7 staffing and a resource impact on primary care. 

· Surgical treatment: the committee raised issues with access to lithotriptors and emergency theatres with the correct staff and skilled surgeons.  

The committee discussed the overarching outcomes. 

· Quality of life for people with renal or ureteric stones

· Rate of stone recurrence

· Mortality for people with renal or ureteric stones

· Pain intensity for people with renal or ureteric stones

· Hospital re-admission rates following interventions for people with renal or ureteric stones
· Kidney function for people with renal or ureteric stones
The committee agreed to change the pain intensity outcome to “pain experience” and to change “mortality” to “morbidity”.
14. 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 the following considerations: 

Diagnostic imaging – pregnant women would be offered an ultrasound

Pain management – contraindications for NSAIDs for pregnant women and determining pain thresholds for people with dementia or a learning disability. 

Dietary advice – providing information in an appropriate format and considering communication issues.
15. Any other business
It was noted that Hugo Van Woerden has resigned.  Bee Wee has also resigned and the committee thanks her for all the work over the years and wishes both Hugo and Bee all the best.  Gita Bhutani will be covering as the Chair of QSAC 1 for the next few months.  
Close of meeting
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