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1 Background

Public Health Wales have adopted a pathfinder approach to the development of a “Public Health Institute”.  ‘To give every child in Wales a healthy start’ was identified as a priority topic.  
The work undertaken in Phase 1 (February to June 2011) includes:

· Developing surveillance of health risks and exposures and maternal and child health outcomes, focussing particularly on the early life course (preconception, antenatal,  birth up to two years), including variation in health outcomes in Wales
· Reviewing the high level guidance and recommendations for the application of evidence based interventions to improve outcomes
· Mapping current activity in Wales against this evidence base. 
(see Figure 1)
Figure 1: Representation of the three strands of work underpinning the project
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Surveillance of Welsh mothers and babies

Evidence of what is happening in Wales


On 1 April 2011 progress was assessed at a workshop convened to present interim findings to a wider stakeholder group including policy leads, academics and clinicians. This report outlines the work presented at the workshop and discussion with wider stakeholders and policy leads that have informed the next steps for this project.

2 Aims of workshop

The aims of the workshop were: 

1.
To discuss the findings to date of the Pathfinder project: 
     
(i)   Surveillance of reproductive and early years health 
     
(ii)  High level evidence for action 
     
(iii) What's going on in Wales 

2.  
To learn from the Teenage pregnancy programme 

3.   
To develop a suite of core indicators of reproductive and early years
health outcomes for surveillance 

4.   
To reflect on ‘Pathfinder’ aspects and discuss next steps. 

The workshop programme is given in Appendix 1.
3 Participants

There were 35 participants with expertise in the following areas:
· Quantitative and qualitative academic research

· Health intelligence

· Public Health

· Environmental health

· Health Economist

· Statistics

· Health Informatics

· Policy

· Knowledge management specialist

· Midwifery

· Antenatal Screening

· Health Protection

· Paediatrics and Neonatology

A full list of participants is given in Appendix 2.
4 Key messages from presentations
4.1 Introduction by Professor Stephen Palmer

4.1.1 Key message

The presentation reviewed the potential for Wales to build on the exceptional public health legacy of Cochrane and Collins and exploit the Welsh Assembly Government policy initiatives in improving health and wellbeing of children in Wales and promoting sustainable communities. 
4.2 “Our Healthy Future?” by Dr. Shantini Paranjothy

4.2.1 Key messages
· This presentation outlined the epidemiology of exposures and outcomes over the early life course, specifically looking at teenage pregnancy, risks to a healthy future, outcomes at birth and the early years (age 0 – 2 years) 
· Teenage pregnancy is associated with nearly two-fold increase in preterm birth and low birth weight and nearly three-fold increase in neonatal mortality; increased risk of harm, illness injuries, behavioural and emotional complications. These increased risks are not due to young maternal age itself but rather the effects of social deprivation and health risk behaviours such as smoking, alcohol and non-attendance for antenatal care. Girls born to teenage mothers have twice the risk of being a teenage mother themselves, compared to girls born to older mothers
· There has been little change in the under 18s and under 16s conception rates over the last ten years. Inequalities persist in teenage conception rates; rates are nearly 70% higher in the most deprived compared to the median deprived fifth of the population
· Maternal obesity impacts greatly on maternal and neonatal outcomes. Women with a BMI over 35 are up to three times more likely to have pre-eclampsia, gestational diabetes, thromboembolism, and four times more likely to have severe bleeding after birth. For the baby, there is twice the risk of a stillbirth, 20% increase in risk of preterm birth, 50% increase in risk of admission to neonatal intensive care unit, and babies are twice as likely to be heavier (>4000g), which then predisposes them to obesity and metabolic disorders in childhood

· Wales has the highest prevalence of obesity in pregnancy in the UK, 6.5% of pregnant women in Wales have a BMI of 35 or higher. So every year, 2,100 babies are exposed to the risks associated with obesity
· Cigarette smoking is associated with up to two-fold increase in risk of stillbirth and infant mortality. The Infant Feeding Survey in 2005 for Wales shows that 73% of teenage mothers smoked either before or during pregnancy and teenagers are five times more likely to smoke throughout the pregnancy compared with mothers in their thirties

· The overall smoking prevalence throughout pregnancy in Wales was 22%, extrapolating this to the annual number of births we have 7,700 babies each year that are exposed to cigarette smoking during pregnancy
· Smoking data that is captured on the Child Health System within hospitals vary in terms of data completeness. For hospitals with at least 85% complete data the estimated prevalence is 11% - 21%, comparable to the estimate from the Infant Feeding Survey. However there are data quality and completeness issues in some of the bigger hospitals that we clearly need to address. Further, data on smoking is only captured once, and there is no data available on smoking in the second and third trimester
· Data from the National Community Child Health Database and the All Wales Perinatal Survey shows that there has been little change in the rate of stillbirths over the last ten years (5 per 1,000 registrable births). Preterm birth rates have remained steady at 60-65 per 1,000 births, with persistently higher rates in the most deprived fifth of the population compared to the least deprived, and little change in infant mortality rates for the past ten years
· Infection is a leading cause of emergency admissions in children, usually respiratory, followed by gastrointestinal problems. Emergency admission rates for children under 2 vary by Local Authority areas, ranging from 210 per 1,000 in Powys to 519 per 1,000 in Merthyr Tydfil
· The concluding points were that there has been little change in trends, with persisting inequalities in the birth and early years outcomes that were considered.  Some risk factors and outcomes are not currently e-captured.
4.2.2 Discussion points
· The emergency admissions data in 0-2 yr olds may represent repeat admissions, the questions is how does it reflect demand for services and adequacy of primary care services?  It would be interesting to compare assessments and admissions

· The issue in Merthyr is to do with deprivation and historic patterns of use of hospital. Also depends on bed supply, if beds available they will be filled
· Regarding childhood obesity, the data from Observatory has shown that childhood obesity rates have decreased, and it would be interesting to see what caused that to happen.  Rate of increase in obesity is increasing faster in the least deprived compared with most deprived.  Obesity clinical pathway recommendations are not the same as NICE guidance. Obesity pathway may not be fully implemented across all Health Boards. 

4.3 “What should be done and what is being done in Wales” by Siobhan Jones

4.3.1 Key messages
· Comprehensive high level mapping of UK national guidelines covering preconception through infancy (2 years) has been undertaken by the ATTRACT team as part of the pathfinder project. Over 300 guidelines, both clinical and Public Health were identified
· These guidelines were synthesised to cover mainly NICE/Royal College guidance to produce core recommendations for discussion at workshop
· Mapping exercise of current maternal and child health interventions in place across Wales also undertaken. Valuable in giving overview of interventions in place & highlighting areas of variation & similarity. This was a difficult exercise to undertake, there is not currently a straightforward way of ascertaining all the interventions in place across Wales
· There is still some work to do to understand the guidelines in relation to the hierarchy of evidence
· An overview was given of what the guidelines say should be done and what we know is being done across Wales in relation to preconception, antenatal and early years interventions

· Some key areas for public health leadership were identified, including, preconception, perinatal mental health, evaluation of outcomes of existing programmes, preschool healthy schools scheme, developing the approach to the evidence and interventions mapping work, Annual Quality Framework/ Public Health Strategic Framework, new Maternity Services Strategy for Wales, ongoing review of health visiting service.

4.3.2 Discussion points
· The more complex the intervention, the more important it is to consider the context, so we may need innovative interventions.  We need to look at problematic communities and the people who are doing a lot of public health work but who may not necessarily be recognised as ‘public health’
· Some indicators have a fixed point but others are more difficult e.g. obesity in preconception period
· There is an opportunity for folic acid fortification. It has been advised by the Food Standards Agency but not implemented in the UK
· We have only got so much resource in health care, so what is the priority? For maternity services, preconception is not going to be a high priority 
· We have plenty of information; plenty of strategies but what we’re not good at is implementing them and getting the message across. We need to get the figures over to the people who are doing the implementing
· In Blaenau Gwent there is a project where girls are given baby dolls to allow them to have experience of what it may be like to have a newborn baby.
4.4  “Teenage conceptions in Wales: The challenge of intervention and evaluation” by Dr. Marion Lyons
Dr Lyons presented the approach that was being used to address teenage pregnancy as part of the Welsh Assembly Government’s Sexual Health and Wellbeing Action Plan. Teenage pregnancy is part of the NHS Wales Annual Quality Framework and there is funding from Welsh Assembly Government to carry out and evaluate interventions working in partnership with Communities First.  The principal risk factors associated with teenage conceptions are more prevalent in the looked after population than among children and young people who are not in care.  The guiding principles for this project are that it should be 1) led by the evidence base, 2) led by Welsh data to identify groups and geographic areas of highest need, 3) where possible to build on existing services and skill, 4) be realistic in setting measurable and meaningful outcomes and 5) to undertake robust evaluation.  Task and Finish groups have been set up to review the evidence, gather information on current interventions in Wales, identify target groups, design and support implementation of an intervention, evaluation and informing policy.  Findings to date have confirmed variation across Wales at both ward and Unitary Authority level for teenage conceptions.  The key messages included:
· There is considerable variation over time in the rates of teenage conceptions seen across wards

· The ward level data identifies those populations with the greatest number of teenage conceptions and thus where interventions could best be focused

· The increased vulnerability of looked after children, and by inference care leavers merits attention

· Regional difference may exist across Wales; thus in some areas target vulnerable young people e.g. looked after children/care leavers, in other target vulnerable communities 

· This has significant implications for the design of studies to evaluate the effectiveness of intervention.  Studies need to be of sufficient size and design to take into account this background variation.
 Presentations are available from rosalind.reilly@wales.nhs.uk.
5 Group discussions

Each of five groups were given the following brief for discussion and asked to report back to the workshop:
Objective: To develop a surveillance report for Maternal and Child Health
· What are the key indicators of risk, performance and outcomes that we should be monitoring?

· Who should be our target audience?

· What measures of frequency and timeliness are appropriate?

A full list of points is given in Appendix 3. The following is a summary of the themes that emerged.

· Epidemiology and surveillance should capture interventions, in addition to risk factors and outcomes, so that we can at an individual level link exposures, interventions and outcomes
· There are gaps in the maternity, child health and health visitor databases that need to be addressed. These databases should be rationalised to ensure there is no duplication in information captured
· Surveillance is information for action so we need to clarify who the audience and action lies with. Different groups (e.g. Director of Public Health and Head of Midwifery) may want different information
· There needs to be rationalisation of what should be measured, for example could just measure unemployed instead of all measures of employment, consider the need for validation of some data items such as alcohol consumption. The general consensus was that there should be a small dataset that includes some key items 
· Consideration from a Health Economics perspective (Dr Ceri Phillips): Information for decision making and to improve maternal and child health outcomes is needed, but there is limited resource and decisions need to be made about what should be funded. What should be considered is if we get this piece of information how is it going to help us inform management and how will it help inform outcomes? Is the information we need already being collected somewhere? What is the value of having that information? What is it going to cost to get that information? Should not only think about money but in terms of professional time. E.g. if it costs £10,000 to stop one woman smoking but costs same to get 5 women to change their diet, which one is better? Need to consider cost if we go above what’s already being done. What’s the benefit?
· Key indicators for possible inclusion in a surveillance report included time to pregnancy, maternal smoking, maternal obesity, maternal alcohol intake, maternal infection, maternal substance misuse, vulnerable groups, teenage pregnancy, breastfeeding, immunisations, maternal mental health, preterm birth, low birth weight, injuries, neonatal death.
6 Summing up 
The data presented on prevalence of risk factors and exposures during pregnancy, and trends in birth and early years outcomes are of concern, and raises the question of what action can be taken to address this. There was consensus that this work was timely and necessary within the context of Welsh Assembly Government policy. The workshop agreed that currently there is a missing link between Policy, Evidence and Practice which is vitally important, and an important role would be to facilitate these linkages.

The workshop agreed that there was a lot of information on maternal and child health, but these were in different places and not linked up to provide a coherent picture in a systematic way. There was consensus for a joined up approach using the evidence to drive policy and action on delivery.  
The following are the issues that delegates considered relevant to defining the next phase for the project:
Policy

· This project was considered ‘on message’ with current Welsh Assembly Government policy
· Professional engagement and strong leadership is required to mobilise the workforce and deliver action
· Implementation is key and clear mechanisms for identifying and addressing barriers are required
· Link with innovative ways to improve care, e.g. 1,000 live plus campaign

· Link with healthcare quality initiatives

· Interface between social and physical health.
Surveillance

· Surveillance is required of exposures, interventions and outcomes (these will require definition and development)
· Interventions are not currently captured and this must be addressed

· Clear link to action and future policy development is required 

· Explore the potential for using SAIL for the provision of information in a timely manner

· May be some work to do in terms of informatics but it would be possible to produce regular reports of a number of indicators.
Evidence synthesis
· Completion of evidence synthesis work that captures the grading of recommendations and strength of evidence

· Ground work on the impact of interventions
· Epidemiological modelling to inform effective targeting of action

· Consider real health gains/risks over full life course period e.g. consider all the benefits of stopping smoking over the whole life course period, to inform prioritisation of risk factors to be addressed, to provide clarity of where to invest
· Need to decide what priorities are before engaging with midwives. Need to be able to say to midwives, if you do X, you will see X change. There is potential for this project to provide leadership for midwives in HBs to help them decide on priorities for interventions. 
Communication and feedback

· To health and social care professionals

· To women, adolescents

· Consider appropriate medium

· Sharing good news stories.
Research Questions

· Does surveillance lead to improved reproductive and early years outcomes?
· Methodological work in evidence synthesis

· Informatics.
7 Next steps

Professor Stephen Palmer will present the findings of this workshop and progress with the Pathfinder project to Public Health Wales Board, with a view to securing the resource required to take this project into the next phase.
This next phase of work will include

1. Development of Reproductive and Early Years Surveillance Programme 
2. Completion of the evidence synthesis work package

a. Mapping the evidence on what works incorporating strength of evidence
b. Epidemiological modelling on the impact of exposures and interventions

c. Mapping what programmes are currently in place in Wales

3. Link to  healthcare quality in maternity and child health services including 1,000 live plus
4. Link to sustainable communities pathfinder project, and environmental health
5. Communication and engagement with policy, healthcare professionals and public.

8 Appendices

8.1 Appendix 1: Workshop programme
Reproductive and Early Years Pathfinder Project

Workshop

1st April 2011

Pro-Copy Lounge, SWALEC Stadium, Sophia Gardens
AGENDA

9.45

Coffee 

10.00

The Pathfinder Project: Background, Goals and Objectives 
(Stephen Palmer)
10.30
Our Healthy Future?: Epidemiology of Reproductive and Early Years Health (Shantini Paranjothy)
11.00
What should be done and what is being done in Wales? 
(Siobhan Jones)
11.30
Driving Change: Development of Surveillance Tools for Action (groups)
12.30

Lunch

1.30

What can we learn from the Teenage pregnancy programme? 

(Marion Lyons)

2.00

Next Steps?
3.00

Reflections on "Pathfinder" aspects
3.30

End
8.2 Appendix 2: Participants 
Amy Brown

Billie Hunter

Ceri Phillips

Ciarán Humphreys
Cordelia Green

Gareth John
Gareth Williams

Gill Richardson

Gwyneth Thomas

Hannah Young

Huw Brunt
Jane Wilkinson
John Thompson

Jon Brassey 

Julia Sanders

Kate Cameron

Keith Lloyd

Lynsey Wilson

Marion Lyons
Michael Thomas

Nathan Jones

Nathan Lester

Non Thomas

Polly Ferguson

Rebecca Anthony

Ronan Lyons

Rosalind Reilly

Rosemary Johnson
Roshan Adappa

Sarah Andrews

Shantini Paranjothy

Siobhan Jones

Stella Botchway

Stephen Palmer
Su Mably
8.3 Appendix 3: Feedback from group work 

Table 1
· We have epidemiology of risk factors and outcomes, but not of interventions
· We need to link interventions to outcome. There may be lots of interventions going on but all need to be tagged to people e.g. Sure Start area, then it will be possible to see which interventions have most impact on the population

· The key thing for services is to record what they are doing and to who

· The biggest gap is a maternity and health visitor database

· Interventions that don’t happen can’t work
· Could add smoking status just before delivery to get picture of whether smoking in pregnancy.

Table 2 

· Risk of unhealthy start in life could be related to: Deprivation (education, low income, diet/nutrition, smoking, complex social factors), maternal factors, obesity, alcohol, unplanned pregnancies, substance abuse, late booking, maternal age

· Need to think about what actions surveillance would inform

· There are big gaps in electronic obstetric data
· Population vs. individual management

· What we can vs. what we should measure

· Informing specific actions or monitoring outcomes (? effectiveness)

· Web based maternal data entry (Facebook!)

· Linking indicator with intervention.
Table 3 

· Key issues are accuracy and timeliness

· We need to keep trying to improve measurement 

· When do we need to know? Regularly during pregnancy, postnatal period

· Who for? Surveillance = information for action, but for action by who? DPH would want different info from a midwife. E.g. high level summary compared with more localised picture. The list includes policy makers, primary care, secondary care, communities, the media, schools
· Ownership and relevance of data

· What do we want to know? Smoking – initiation, continuation, ?newborn in household. Alcohol and substance misuse, information from maternity hand held records.
Table 4 

· Risks: Smoking, Obesity (BMI), Diet (Fruit/Veg, folic acid), Poverty (Years in education, child poverty indicators)

· Hand held record holds so much information but it is not electronic

· Electronic systems essential for surveillance

· Child Health System should be used / should be national

· Different levels of surveillance – individual, area/population, national.
Table 5

Issues
· Who owns the data? Who is responsible for it? Who is the defined end user?
· Data that informs evidence base is not always the same as data that is collected.  Look outside obvious sources (e.g. local authority planning departments)

· Need to be practical and realistic

· Information needs to improve outcome.
Key indicators of risk
· Indicators at beginning of mock report – are they indicators? Just measure unemployed rather than all measures of employment.  

· Issues with self reported data e.g. alcohol, could have validation of some data? 
· What did they do before pregnancy e.g. binge drinking

· Include indicator around whether pregnancy planned or not
· Some of population data not really key indicators

· Average age of first pregnancy by local authority area

· Child poverty indicators (low birth weight, teenage conceptions, infant mortality)

· Broad agreement that areas in surveillance report are important

· A small data set would be better, more likely to improve accuracy and use.
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