
National Institute for Health and Care Excellence

Quality Standards Advisory Committee 2 meeting
Date: Tuesday 11 May 2021
Fetal alcohol spectrum disorder – 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), Julie Clatworthy, Steven Hajioff, Corinne Moocarme, Jane Putsey, Mark Temple, Moyra Amess, Tessa Lewis, Jim Thomas, Peter Hoskin, Nick Screaton, Rachael Ingram, Anica Alvarez Nishio, Phillip Dick, Ian Reekie, Sunil Gupta, John Jolly, Nadim Fazlani, Allison Duggal
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NICE staff

Mark Minchin (MM), Paul Daly (PD), Julie Kennedy (JK), Jamie Jason (JJ) notes, Rick Keen (RK), Adam Storrow (AS)
NICE observers

Eileen Taylor, Nicola Greenway, Rachel Gick, Sarada Chunduri-Shoesmith
Apologies

Lindsay Rees, Michael Varrow, Brian Hawkins, Neil Aiton
1. Part 2 (closed session) 
2. Part 1 (open session) 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 fetal alcohol spectrum disorder quality standard (FASD).
The Chair welcomed the public observers and reminded them of the code of conduct that they were required to follow. 

3. 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 draft FASD quality standard specifically: 
· Advice on alcohol consumption in pregnancy

· Maternal alcohol use in pregnancy

· Referral for assessment

· Neurodevelopmental assessment

· Management plan

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.
4. Minutes from the last meeting
The committee reviewed the minutes of the last QSAC 2 meeting held on 8 December 2021 and confirmed them as an accurate record.

5. QS programme review

JK gave a brief update on the QS programme review. 

6. 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 inclusion in the draft FASD quality standard.
PD summarised the significant themes from the stakeholder comments received during consultation on the draft FASD quality standard. Members were informed that the presentation was a summary of the consultation summary report they received which includes the full set of all comments received in the appendices.

Discussion and agreement of amendments required to draft quality statements   
Draft statement 1: Pregnant women are given advice not to drink alcohol during pregnancy at their first contact appointment.
The committee discussed statement 1.

Committee discussed whether the first contact appointment was the most appropriate point at which advice should be given. They heard that first contact was important being an early opportunity to give advice, but that COVID has changed the way some services are operating and structured first contact appointments may not always be provided.  

The booking appointment was suggested as an alternative point at which advice could be given. However, it was pointed out that drinking of alcohol can vary throughout pregnancy, e.g. a woman may have morning sickness around the time of the booking appointment but start to drink alcohol later in the pregnancy. Committee considered whether advice should be given at every contact and heard that smoking is asked about at every contact. They also heard that Public Health England’s ‘Maternity high impact area: Reducing the incidence of harms caused by alcohol in pregnancy’ advocates making every contact count in terms of encouraging women to abstain from alcohol use during pregnancy.  It was suggested this document be referenced in the quality standard.  
There was discussion on whether asking at every contact could become a ‘tick box exercise’, cause frustration for service providers and feel like possible harassment for some women.  The committee heard that one local audit found women who were struggling with drinking in pregnancy wanted to be asked about their alcohol use. On balance, members recognised it was important to give information throughout pregnancy as risks can arise from drinking alcohol at any point in the pregnancy and it allows women to make an informed decision. It was also recognised that drinking alcohol during pregnancy affects other risks including low birthweight and preterm birth.
Alternative suggestions were made for the statement wording including ‘first and subsequent contacts’ and ‘throughout pregnancy’.  

Committee recognised that pregnant women can self-refer for antenatal care, and possibly be referred from community centres. In such cases, women would be given a central number to ring and that could be the first opportunity to give advice. 

Committee discussed the importance of providing support as well as giving advice. The nature of support needed would vary by individual and in some cases could include referral to specialist services. Health care professionals should use a non-judgmental approach, recognise that some women may be anxious and provide reassurance.  
The committee discussed the need to make better links with the CMO low risk drinking guidelines, in particular about the risk of harm to the baby being likely to be low if small amounts of alcohol were drunk before pregnancy was known or during pregnancy. 
Committee heard that NICE will publish an updated antenatal guideline in August 2021 which will include a full schedule of appointments. The quality standard will need to align with this.  

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.

ACTIONS: NICE team to amend statement to refer to giving advice throughout pregnancy and make reference to giving support in the supporting information for the statement. Include more detail from the CMO guidelines regarding risk. Align statement with updated NICE antenatal care guideline schedule of appointments following publication.

Draft statement 2: Pregnant women have information on their alcohol consumption recorded throughout their pregnancy.
The committee discussed statement 2.  

Committee heard that information on alcohol consumption during pregnancy is extremely important as FASD diagnosis cannot be made without it in the absence of 3 sentinel facial features. The committee heard that knowing whether people with a range of neurodevelopmental disorders have been exposed prenatally to alcohol also makes a significant difference to outcomes for this population. It is also important for identifying other risks from alcohol to a pregnancy such as preterm birth.
Committee discussed the type of information that needs to be recorded on the pregnant woman’s record. The chair reminded committee that where the SIGN guideline refers to transfer of prenatal alcohol exposure (PAE) information to the child record it refers only to 3 groups; confirmed, confirmed absent and unknown and queried if this is all that is needed. The committee heard that it is best to collect as much information on timing, quantity and frequency of consumption as possible. It is not simply binary consumed or not consumed alcohol; a small amount of alcohol may represent a smaller risk of harm but it does not rule it out, and the risks to an individual depend on a wide range of factors.    
The committee heard that information is being collected on alcohol consumption in pregnancy by midwives in some areas. In Greater Manchester, TWEAK and AUDIT-C questionnaire tools are being used to collect information on drinking during pregnancy. 
Transfer of information to the child’s record is important. Committee heard that in cases where children are adopted or go into care, information on the mother’s alcohol consumption during pregnancy can be inaccessible. Members were informed that if a birth mother has died, the information is very difficult to access and heard an example where it took an adopted parent many years to access information on PAE from the birth mother even with legal representation.

Committee were made aware of the differences in relation to how smoking information is collected and is seen as less contentious. Smoking is asked about at every contact, the committee heard that  information is transferred to neonatal records as soon as a child is born. 

Members discussed the need to seek explicit consent from the mother for transferring information to the child record. It was suggested that in many cases it is likely that women would want this information to be transferred. Suggestions for improving the supporting text for the statement included adding ‘where clinically relevant consent be sought to transfer the record’, ‘the clinician has a discussion about why transfer is important’, and using the term ‘fetal alcohol exposure’ rather than ‘maternal alcohol consumption’.  
Committee discussed where information should be transferred to. The ‘red book’, the GP Summary Care Record and the GP Primary Care Record were all discussed. All had some advantages and limitations. 
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.

ACTIONS: Statement should continue to document consumption throughout pregnancy. Amend the supporting information to clarify that information should be asked for and recorded at every appointment, and that explicit consent is given by the mother for information to be transferred to the child’s record. 
Draft statement 3: Children and young people with physical, developmental or behavioural difficulties and probable prenatal alcohol exposure are referred for assessment.
Committee initially discussed statement 3 in relation to statement 4 to consider if they are sufficiently distinct. They agreed they were two separate, important areas for quality improvement. Statement 4 is about making sure that those with confirmed PAE or 3 facial features have the correct type of assessment that includes a comprehensive neurodevelopmental assessment. This step can result in a diagnosis of FASD. Statement 3 is about an earlier step to make sure that people are getting referred for an assessment where PAE is considered as a possible cause. The committee heard that when children present with developmental problems, PAE is often not considered especially if there are no characteristic facial features present. Statement 3 is about referral for an assessment where PAE is considered as a possible cause and could result in a variety of investigations and potential diagnoses. 

Committee discussed whether statement 3 should refer all children with physical, developmental or behavioural difficulties. However, they recognised the guideline recommendation also requires probable PAE.
Committee discussed use of the word ‘probable’ and considered alternatives of ‘suspected’ or ‘possible’. They noted that there is no definition of ‘probable’ prenatal alcohol exposure in the SIGN guideline and that ‘suspected’ has negative connotations and associations with blame. Members heard that the definition of probable PAE in the draft quality standard was actually a definition of confirmed PAE. It was agreed that the specialist committee members would need to develop a definition as there is none in the guideline.
To emphasise the importance of considering PAE, it was suggested that the wording of the statement should be reordered to put PAE first before physical, developmental or behavioural difficulties.

Committee heard that use of probable PAE is important for looked after children & young people as they will often not initially be able to have PAE confirmed. 
Use of the word ‘significant’ in the guideline recommendation was discussed as it is was understood that his was used to limit referral numbers. However, it has no definition.  Members recognised this term as being difficult to define as clinical judgement would be needed. Some support was expressed for including ‘significant’ in the statement wording to align it more closely with the guideline.

ACTIONS: NICE team to keep statements 3 and 4 separate but clarify in the rationales for the statements the difference between the 2 populations and actions. Reorder wording of statement 3 to focus on PAE first. Amend definition of ‘probable’ PAE and define using expert consensus. Explore changing to ‘possible’ PAE and including term ‘significant’ in the statement.
Draft statement 4: Children and young people with confirmed prenatal alcohol exposure or all 3 facial features associated with prenatal alcohol exposure have a neurodevelopmental assessment if there are clinical concerns.
The committee discussed statement 4. 
Committee heard that many of the comments on technical details of the neurodevelopmental assessment are covered in the guideline on which the statement is based. It was recognised that a quality statement cannot replicate the full detail of a guideline. For example, comorbidities were the subject of some comments, they are not referred to in the statement, but would be identified in an assessment and are covered in the guideline. The purpose of the neurodevelopmental assessment in the context of the quality statement is to confirm (or not) a diagnosis of FASD. 

Committee discussed how the statement could work in practice. It was recognised that post covid the pressure on CAMHS is quite high. They heard how a hub and spoke model operates in Surrey and Kent with the most complex cases being dealt with in the hub. However, it can work in different ways such as part of mainstream commissioning with upskilling of those already doing neurodevelopmental assessments.  
It was recognised that some tests forming part of a neurodevelopmental assessment are age dependent. This is noted in the guideline which has supporting information listing example neurodevelopmental tests across the lifespan. 

Committee heard that from a paediatric point of view, paediatricians are mainly working alone and few services have access to a multi-disciplinary team. It was suggested that a way to address this would be to have a cross organisational multi-disciplinary team coming together to assess children with FASD. 
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 retain the statement. Review the definition of neurodevelopmental assessment to closely reflect the guideline.
Draft statement 5: Children and young people with a diagnosis of FASD have a management plan to address their needs.

The committee discussed statement 5.

Committee heard that many people diagnosed with FASD are not getting management plans, although this does happen for those who have been to the national FASD clinic. Without a management plan, support following diagnosis is often not being provided locally and has to be sourced by parents and carers. Stakeholder comments said that transition to adult services and education / social care are not covered in detail by the statement. Committee recognised that the underpinning guidance recommendations are do not cover these areas in detail. Transition to adult services is covered by other guidance / quality standards and it was noted that the statement is not trying to identify everything a management plan could cover. 

The committee heard that FASD is not recognised when people claim benefits, and a question was asked as to whether there could be a measure to cover access to benefits for this population.

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 retain statement. Make reference to transition from child to adult service in equalities section. Explore strengthening measures.
7. Resource impact

The committee considered the resource impact of the quality standard.

Committee recognised the quality standard would have some resource impact as there is unmet need, but this could be minimised through upskilling and using existing services and pathways. It was also noted that children with FASD already present in the system but often to inappropriate services. The quality standard will therefore lead to better, more effective use of resources.
Members were mindful of post-covid impact as a number of services are challenged because of pandemic. Some potential costs savings were also suggested. Earlier, correct diagnosis for example could lead children being helped at a younger age and being able to stay in mainstream schooling.

Statements 1 and 2 can also help to reduce the number of cases of FASD. 

8. 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

Committee noted that the quality standard will reduce inequalities for people with FASD and birth mothers. They recommended that the quality standard is clear that it is not undermining the rights of women to have a choice.

9. Any other business
None
Close of meeting
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