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SECTION I

Declaration by the scientific representative of the project coordinator 

I, as scientific representative of the coordinator of this project and in line with the obligations stated in the Grant Agreement declare that:


The attached periodic report represents an accurate description of the work carried out in this project for this reporting period;

The project (tick as appropriate) :

· 
has fully achieved its objectives and technical goals for the period; 

□
has achieved most of its objectives and technical goals for the period with relatively minor deviations.

□
has failed to achieve critical objectives and/or is not at all on schedule.

The public website, if applicable, 

· is up to date

□
is not up to date

· To my best knowledge, the financial statements that are being submitted as part of this report are in line with the actual work carried out and are consistent with the report on the resources used for the project and, if applicable, with the certificate of the financial statement.

· All beneficiaries, in particular non-profit public bodies, have declared to have verified their legal status. Any changes have been reported under section wp1 Coordination and project management, in accordance with the requirements of the Grant Agreement.

Name of the scientific representative of the project Coordinator: 
Jennifer Zeitlin
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Date: 30/06/2014
SECTION II
Checklist

Please see the separate checklist (Checklist final payment.xls). 

Please read the checklist and answer all respective questions in it. 


the checklist has been filled, answered and printed. An printout is annexed to this report. An electronic copy is enclosed.
SECTION III
Specification of the project

Proposal title:
Promoting better health for mother and babies through routine European monitoring of perinatal health and healthcare (Euro-Peristat Action)
Acronym: Euro-Peristat Action
Starting date: 1 May 2011
Duration (in months): 36 months
EC co-funding: 607.343 Euros
Priority area: Generate and disseminate health information and knowledge - Collect, analyse and disseminate
Sub-action: **** no sub-action****
Action: Integrate the perinatal health indicators into public health monitoring systems and prepare its integration into the work of the European statistical system
Main partner information and contact person:

Institut National de la Santé et de la Recherche Médicale – INSERM

101 rue de Tolbiac 75654 Paris Cedex 13

FRANCE

Public entity

Official registration No : 180 036 048

VAT number : FR 311 800 360 48

Contact Person:

Ms Jennifer Zeitlin

Chargée de recherche

Institut National de la Recherche Médicale - INSERM U953

Maternité Port-Royal

53 rue de l’Observatoire

75014 Paris, France

Associated partner information and contact person:

	#
	Institution
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	Address (city, country)
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	The City University
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List of collaborating partners:
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FOREWORD

The attached periodic report represents an accurate description of the work carried out in the project period 01/05/2011- 30/04/2014. 
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SECTION IV
Final Publishable Executive Summary. 
Summary description of the project scope and objective

The Euro-Peristat Action project’s ultimate aim is to achieve better health for mothers and babies by building a European perinatal health surveillance system to provide evidence to policy makers, clinicians and users for informed decision-making.
Despite significant improvements in recent decades, mothers and their babies are still at risk during the perinatal period, which covers pregnancy, delivery, and the postpartum. In recent years research has also found connections between perinatal health and chronic diseases of adulthood. These relations make the monitoring of perinatal health outcomes more important than ever.

The project is based on the Euro-Peristat indicators, which were developed with rigorous scientific methods and tested twice (on 2000 and 2004 data). It mobilises the expertise and resources of Euro-Peristat’s network of clinicians, epidemiologists and statisticians. Specific objectives were to  (1) Integrate Euro-Peristat perinatal health indicators into European statistical systems (2)Establish a European Perinatal Health Surveillance Network (3)Develop capacity for high quality health reporting (4)Monitor trends and inequalities in perinatal outcomes and care in Europe (5)Expand Euro-Peristat’s geographical coverage.
Description of the work achieved including methods and means. 

To execute WP objectives we:  
- Established working groups, including a technical working group with representatives from EUROSTAT and thematic working groups on data quality, indicator development and social inequalities. 

- Consulted with external experts and members of our Scientific Committee (one representative per participating country) about best ways to achieve a sustainable network and to agree on the Surveillance Network’s charter;  
-  Used an organised consultation process to update our indicator list with our scientific committee and data providers from participating countries. 
- Compiled and analysed data to pretest quality improvement methods and to monitor indicators; 
- Analysed data and associated SC members and other experts to assist with the interpretation of trends and assessment of their policy relevance. 
- Expanded our existing contact base of over 600 perinatal health decision-makers and developed outreach to professional and user groups.
Final outputs and outcomes, and their potential impact and use by the target group (including benefits). 

Final outputs 

Our principal outcome is the second European Perinatal Health Report on 2010 data, which we broadly disseminated through directed outreach activities and an integrated media strategy in 26 EU Member States, Iceland, Norway and Switzerland to over 600 stakeholders. The Euro-Peristat website www.europeristat.com was used as our main dissemination platform to improve the visibility and impact of our project on perinatal health surveillance and policy through optimized interaction with our stakeholders. Our publications and data tables are available from our website.

In order to sustain an innovative, internationally recognised European perinatal health information system that compiles and analyses data on a regular basis, the Euro-Peristat project developed a road map for a sustainable perinatal health reporting. The Euro-Peristat project aims to provide health professionals, health planners, and users of the healthcare systems with comparable data about the health and care of pregnant women and their babies in Europe. While many countries collect routine data nationally about women and children, these data are not available in currently existing international databases. This road map specifies how to achieve better reporting and includes our mission and operating principles for the Network. It sets the stage for our future activities beyond the project end-date and with new perspectives of not only providing aggregate data on mothers’ and babies’ health in Europe but also the resources to report on these data effectively. 
Impact and use by target groups 

Improve reporting on maternal and child health 

The project aims to produce a perinatal health report on a regular basis and work with its network of 600 stakeholders to promote the use of these data for the evaluation of health policies. By making reports and data available on our website, this information is highly accessible. Key findings from our 2010 report can be used as a point of comparison for individual countries. Countries can benchmark performance in providing effective health services and promoting the health of mothers and their newborn babies. 
Improve data systems in EU member states

By defining a set of 10 core and 20 recommended indicators which should be routinely produced, the Euro-Peristat project sets concrete goals that can be used to improve health information systems at the national level. Our indicators are feasible, since all of them can be produced by at least a few countries. However, no country can produce all indicators and some countries are highly limited in the number of indicators that are available. Routine reporting at the European level provides both incentives (to benchmark rates and trends with neighbouring countries) and pressures (by making the limitations of current data systems visible) to improve information systems.

Reinforce European networks of excellence and research 

Our health information system aims to reinforce European excellence and innovation by strengthening collaboration between data providers, epidemiologists and user associations in a formalised surveillance network. The discussion about the variation in indicators of health and care between countries and over time between groups of stakeholders from different countries and disciplines has already generated new research questions about prevention of diseases and medical conditions and quality of perinatal and newborn care. Collaborations on new research ideas have started within a newly funded COST network on intrapartum interventions, a WHO programme on preterm birth and as part of a Horizon2020 proposal. Analyses are on-going with the NCHS (National Center for Health Statistics) at the CDC in the United States. 

Promote evidence-based medicine

We have a high representation of clinicians on our scientific committee because we believe that health information systems need to be clinically relevant to be most useful. The Euro-Peristat project routinely publishes in clinical journals to raise awareness about current clinical practice and provide new research hypotheses. Finally our recommendations have been integrated into practice guidelines of European professional societies such as the European Board and College of Obstetrics and Gynaecology (EBCOG)

Empower users and user groups

By making data and analysis easily accessible through downloadable reports and tables from our website (www.europeristat.com) and through media dissemination efforts, the project will empower users of health care services. Our data have been used by user groups – such as the European Foundation for the Care of Newborn Infants (EFCNI) – for outreach and lobbying efforts. 
Strategic relevance and contribution to the Health Programme.

This project addressed the third objective of the Health programme “to generate and disseminate health information and knowledge”. All the priorities of 3.2.1 were covered by our aims: “Integrate the perinatal health indicators into public health monitoring systems,  develop capacity at the European level and at national levels in order to achieve high level reporting”  The project has made important strides towards establishing a high quality, innovative, internationally recognized and sustainable European perinatal health information system. This system produces data and analysis on a regular basis for use by national, European and international stakeholders who make decisions about health and health care of pregnant women and newborns. 

Conclusions and recommendations.

A sustainable European surveillance system requires an active network of clinicians, researchers, and statisticians from all countries. 

In order to sustain the future of perinatal health reporting in Europe we recommend the following: 

· Further investments in national surveillance systems are needed since no country was able to provide all the data required to compile the full set of Euro-Peristat indicators, and availability of some key indicators was poor.

· Improvements of routine systems for ascertainment of stillbirths and very preterm births and maternal deaths. 

· Wider use of data linkage, building on methods already in use in Europe, would yield immediate gains for perinatal health monitoring in many countries.
· Gains are also possible by validating hospital discharge data in order monitor of maternal and newborn morbidity. 
· Reflection about the establishment of a microdata repository to facilitate reporting and enriching research capabilities.
· Continued focus on developing indicators to assess and monitor social inequalities  

Please include available diagrams or photos illustrating the work of the 
project.
	Cover of the European Perinatal Health Report,  issued in May 2013
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SECTION V  Technical aspects of the project  
Background and project scope

	Despite significant improvements in recent decades, mothers and their babies are still at risk during the perinatal period, which covers pregnancy, delivery, and the postpartum. 
To improve outcomes, we need the right tools to assess perinatal health problems and their causes. We also need to monitor the impact of policy initiatives over time. 
As a first step towards providing Europe with such a tool, Euro-Peristat released the first European Perinatal Health Report in 2008 on the health of mothers and babies in Europe in 2004; this was to date the most comprehensive reports on fetal, infant and maternal health in Europe. However, to produce truly actionable data, routinely produced information over time is necessary. 

Euro-Peristat Action thus built upon the achievements of previous phases of the Euro-Peristat project to reinforce a surveillance network for Europe and report on health and care of pregnant women and babies in Europe in 2010. 


General objective of the project

	The project aims to achieve better health for mothers and babies by building a European Network of perinatal health surveillance which will provide evidence to policy makers, clinicians and users for informed decision-making.
Specific objectives are to: 

· Integrate the Euro-Peristat perinatal health indicators into routine European statistical public health monitoring systems

· Establish an institutional framework and charter for a European Perinatal Health Surveillance Network including clinicians, data providers, and health researchers to monitor and report on perinatal health by using Euro-Peristat indicators

· Develop capacity at the European and national level in order to achieve high quality health reporting for mothers and babies by improving and harmonising data collection and reporting

· Monitor trends and inequalities in perinatal outcomes and care in Europe and provide data needed to promote evidence-based obstetric and neonatal care and policies

· Expand the geographic implementation of the Euro-Peristat indicators


Table 1 Specific objective(s) of the project
	
	Title and Description
	Link to the WPs 
	Link to the deliverables 
	Level of achievement (measured by the indicators specified in WP3)

	1
	Integrate the Euro-Peristat perinatal health indicators into routine European statistical public health monitoring systems
	WP4
	1
	Process Indicators: Technical working group meetings including Euro-Peristat, DG Health and Consumers Joint Action for ECHIM and Eurostat 

· 3 Technical working group meetings were held in Luxembourg (August 2011, March 2012 and March 2014). The ECHIM JA was discontinued over the period. 
Output Indicators: List of at least 10 indicators agreed upon by EU Member States and EUROSTAT for integration into routine data collection at EUROSTAT

· We identified indicators that were best candidates for integration at working group meeting, but integration of Euro-Peristat indicators into routine data collection at EUROSTAT was not judged to be feasible by all partners (see report).  

Outcome indicators: Agreement on a strategy with EUROSTAT and EU Member States for inclusion of selected perinatal health indicators in routine systems.

· Agreement that this approach was not feasible (see report). 

	2
	Establish an institutional framework and charter for a European Perinatal Health Surveillance Network including clinicians, data providers, and health researchers to monitor and report on perinatal health by using Euro-Peristat indicators
	WP4
	2
	Process Indicators: A report from a DELPHI consensus process on the organisation of this network and its members.

· A report was written outlining the group’s mission statement and charter based on a consensus process. This creates the road map for future progress. Definition of strategy for maintaining and funding the network.

Output Indicators: Document laying out the charter and institutional and financial framework for the network

· The technical annex was amended to modify this deliverable which was not considered realistic. 

Outcome indicators: Creation of a European Perinatal Health Surveillance Network

· The Euro-Peristat network which has been strengthened and expanded over the course of this project, will continue to exist beyond the end of this funding cycle as we await clarity on the organisation within Europe of Health Information projects (see report). 

	3
	Develop capacity at the European and national level in order to achieve high quality health reporting for mothers and babies by improving and harmonising data collection and reporting
	WP5
	3,4,8
	Process Indicators: Scientific exchange between experts in 2  Data workshops

· Two data workshops were held on data linkage, socioeconomic indicators and maternal morbidity (London, January 2012 M9– Malta November 2012 M19) 

Output Indicators: Data on severe maternal morbidity collected using a common protocol in at least 7 countries.

· We defined a common protocol, based on countries ICD classifications and classifications of procedures in 11 participating countries and analysed data on maternal morbidity.  

Outcome Indicators: Implementation of guidelines for improving quality in data collection
· Our data collection implemented new guidelines for improving quality in data collection with relation to inclusion criteria for live and stillbirths, definitions of key indicators and implementation of new sub-groups. 

	4
	Monitor trends and inequalities in perinatal outcomes and car in Europe and provide data needed to promote evidence-based obstetric and neonatal care and policies
	WP6
	5,6
	Process Indicators: Modification of data collection instrument to enable internet transmission of data.
· The data collection instrument was modified and ready for fielding in April 2012, M12. 
Output Indicator: Data on Euro-Peristat indicators from participating countries.
· Data were successfully collected from Euro-Peristat countries, as show in our report and tables available on the project website. 
Outcome Indicator: Analysis of trends and inequalities in perinatal outcomes and care in Europe disseminated through scientific articles and in the media.
· We analyzed trends and inequalities in perinatal outcomes and care in Europe and disseminated this information through the media, international scientific conferences and scientific articles. A further 8 scientific articles are in preparation on our data.

	5
	Expand the geographic implementation of the Euro-Peristat indicators
	WP5
	5,6,2
	Process Indicators: Representation of participating country on the Euro-Peristat scientific committee as measured by participation in both SC meetings.
· New member countries participated in Euro-Peristat SC meetings (Romania, Switzerland and Iceland). We were not successful in identifying a representative jkffrom Bulgaria, despite repeated outreach. 
Output indicators: Data on Euro-Peristat indicators from new Member States (as measured by tables in European Perinatal Health Report and on the project website)
· Data were collected from all new member countries.
Outcome indicators: Full participation of at least one new country in Euro-Peristat project.
· 3 new countries participated in Euro-Peristat Action.


Table 2 Overview of the work packages and deliverables
	WP
	Deliverable
	Description 
	Confiden-tiality
	Expected delivery month
	 Actual delivery month
	Comments or

Justification if delay

	WP1
	Interim and final report (Deliverable 10)
	Interim and final reports to the Commission including minutes of Executive Board (months 1,9,21,36) and Steering  Committee  meetings (Months 9,36). 
	Public 
	36
	36

	(EB meetings months 1,6, 12, 17, 22, 30; SC meetings  9, 19, 25)
Note: Minutes & Report annexes are confidential, reports are public

	WP2
	Project website, including promotional leaflet. (Deliverable 7)
	A website featuring customised downloadable tables on perinatal health indicators for 2010 and other project documents (contact information, promotional leaflet, interpretive reports and a version of the project report aimed at lay readers). 
	Public
	8
	8
	NA

	WP3
	Evaluation report (Deliverable 9)
	Evaluation report including an assessment by an independent panel of policy makers, clinicians and health researchers about the project and its output at mid-term as well as the results of a web survey of stakeholders evaluating the EPHR. 
	Public
	34
	34 and 36
	results of panel delayed until after dissemination of report; web evaluation finalized in M34, as planned

	WP4 
	Report for integration of indicators into ECHIM and EUROSTAT (Deliverable 1)
	Report on the legal and technical basis for integrating Euro-Peristat indicators into ECHIM and EUROSTAT, including descriptions of the proposed institutional management strategy and the contact point for each MS 
	Public
	30
	34
	Delay due to uncertainty about the future of European public health monitoring instrument (ERIC), please see report for full explanation.

	WP4 
	European perinatal health information system based on the Euro-Peristat Network (Deliverable 2)
	High quality, innovative and internationally recognised information system on European perinatal health, with legal existence and clear governance/functioning rules endorsed by participating countries
	Public
	30
	30
	This deliverable changed in project amendment n°1, see WP4)

	WP5
	Updated indicators list (Deliverable 3)
	An updated Euro-Peristat indicator list, revised to reflect changing priorities and health trends for the period 2010-2015 
	Public
	9
	9
	NA

	WP5
	Endorsed quality criteria (Deliverable 4)
	Endorsed quality criteria and guidelines for improving perinatal health statistics, including guidelines for producing indicators of maternal morbidity from hospital discharge data in Europe 
	Public
	12
	12
	NA

	WP5
	Scientific publications (Deliverable 8)
	Scientific publications (at least 6, starting in M14) on perinatal health and care in Europe, of which at least 2 will focus on geographic and social inequalities 
	Public
	36
	36
	publications in M6, 11, 24, 29, 30, 31 (2 are currently under review)

	WP6
	Dataset (Deliverable 5)
	A dataset including all core and recommended perinatal health indicators at least in all 27 EU member states and Norway for the year 2010
	Public
	24
	20
	

	WP6
	European Perinatal Health Report (EPHR) on 2010 data (Deliverable 6)
	A European Perinatal Health Report (EPHR) monitoring trends and inequalities in perinatal health and care in the EU over the past decade
	Public
	30
	24
	 


Main activities carried out including methods and means.
	The project is based on the Euro-Peristat indicators, which were developed with rigorous scientific methods and tested twice (on 2000 and 2004 data). It mobilises the expertise and resources of Euro-Peristat’s network of clinicians, epidemiologists and statisticians. 
We:
· Established working groups to execute its objectives, including: 

- a technical working group with representatives from EUROSTAT and ECHIM (European Community Health Indicators Monitoring) to assess the feasibility of integrating Euro-Peristat indicators into their systems,

- thematic working groups on specific topics, including at present data quality, indicator development and social inequalities.

· Consulted with external experts (legal specialists; authorities in perinatal health);

· Implemented DELPHI consensus processes with the Scientific Committee (one representative per participating country) to update indicators and achieve agreement on the Surveillance Network’s charter;

· Compiled and analysed data to pretest quality improvement methods and to monitor indicators;

· Expanded our existing contact base of over 500 perinatal health decision-makers and developed outreach to professional and user groups.




Target groups
	Policy makers, clinicians, researchers, statisticians, professors, journal editors, health advocates and users.


Evaluation of the degree of achievement of the objectives and discussion based on the project's indicators as outlined in your evaluation plan/ WP3.

	As detailed in Table 1, the project achieved its objectives as determined by the indicators in the evaluation plan with respect to process, output and outcome. 

More generally, however, the Euro-Peristat Action project reinforced health reporting and surveillance capacities in Europe and generated a debate on the best policies and practices for achieving best health for mothers and babies. We also achieved excellent collaboration within our multidisciplinary and geographically diverse network of experts. 

The accomplishments of our project are highlighted by the results of the evaluations of our project by external panels, including stakeholders who responded to our web survey. Please see WP3 for more details.  


Results and key findings
	Impact and use by target groups 

Our latest publication, the European Perinatal Health Report: Health and care of pregnant woman and babies in Europe in 2010 has been downloaded over 3,000 times since its publication in May 2013 and over 200 news articles have been published on our results throughout Europe. The list of articles are available from our website:

http://www.europeristat.com/reports/european-perinatal-health-report2004.html
http://www.europeristat.com/euro-peristat-report-in-the-press.html
Some themes that have been address in media coverage and debates in international fora are:  
· High rates of perinatal mortality in some countries (fetal and early neonatal mortality in the Netherlands, fetal mortality in France)

· Appropriate levels of interventions during pregnancy and in particular on the use of caesarean section

· Organisation of perinatal care and the effect of small maternity units on health outcomes. 
We have also been approached for future collaborations with user groups both at the EU and national level. This could translate a growing interest among users in having informed access to cross-national data and being a part of these comparisons.
Our data underpin sound decisions in perinatal health care delivery and practice, and serve a purpose for the key stakeholders in perinatal health. Our stakeholders include policy makers, clinicians, researchers, statisticians, professors, journal editors, health advocates and users. Our 2008 report was downloaded over 7000 times and our latest report, over 3,000 times since its publication in May 2013. Over 200 news articles have been published on our results throughout Europe. Results from our web evaluations show that stakeholders (n=104) rate the content and format of our report very positively. For instance, 80% of our respondents rated the EPHR2010 to be very useful and most of them agreed that all sections of our report were very relevant to their work.  Two thirds of our respondents reported having used the EPHR2010 data in their work and would like to see a European Perinatal health report published at least every two to three years. When asked about features for future reports, stakeholders encouraged us to continue stressing the comparability of our definitions and to strive for comprehensive reporting at least every two to three years.

Health sector benefits and improvements in provision of care 

Data in this report can be used as a point of comparison for individual countries allowing them to benchmark performance in providing effective health services and policies which promote the health of mothers and newborns. 

Dissemination of our results has helped push perinatal health to the forefront of the EU political agenda, and we have recently been featured as one of the 20 most successful projects funded by the EU Health Programme. 

The first Euro-Peristat report, based on data for 2004, found wide differences between the countries of Europe in indicators of perinatal health and care.  Documenting these differences is important because it shows that gains are possible in most countries, provides information about alternative ways of providing care, and raises important questions about the effectiveness of national healthcare policies and the role of evidence in maternity care. 
The second report, based on data for 2010, provides the opportunity to see whether gains in positive health outcomes have been achieved and whether inequalities between the countries of Europe have narrowed. 

The improvement of the Netherlands’ mortality statistics in 2010 highlights the importance of reaching out not only to health practitioners and the scientific community but also to health policy makers and the general media.

The first European Perinatal Health report presented the high rates of fetal and early neonatal mortality in the Netherlands; As a result of the furore created by press reporting of the Dutch results, “The country’s sense of urgency regarding perinatal health has changed” (Jan Nijhuis, SC member for the Netherlands).

Since the first report, a “Perinatal Audit of mortality” has been introduced at the national level and opening hours for hospitals have increased thus improving access to care; also more attention has been given to deliveries using caesarean section. Since 2007, an ultrasound examination at 20 weeks is available to all women as part of routine prenatal care and this may have changed perinatal statistics associated with severe congenital anomalies and late terminations.
Another example comes from Germany where, since publication of international comparisons of caesarean section rates, there has been a growing concern over their continued increase. The Federal Office for Quality Assurance in Health Care (AQUA-Institut) is currently proposing to extend their performance indicators (for benchmarking obstetric departments) to include caesarean rates. Similarly, debates about obstetric unit size and quality of care resulted in legislation mandating a minimum number of 14 annual admissions of neonates under 1250 g in order to operate as a level III perinatal centre. In the light of higher minima outside Germany, there have been further calls for raising this threshold.
Implications for public health monitoring and surveillance systems  

EPHR2010 reveals the strengths and weaknesses of countries’ health information systems for perinatal health reporting. The report gives information on the perinatal health data available and on the information systems from which the data came. The report illustrates differences in the ways that data are collected and explains how these can affect comparisons between countries - encouraging them to invest in the resources needed to improve the completeness and quality of their data.
European countries increasingly rely on our reference list of indicators to evaluate their policy initiatives and benchmark their performance. In France, the Euro-Peristat indicators are the reference for evaluating perinatal networks. All networks in the country now have to evaluate their outcomes with reference to this list. In Slovenia, Euro-Peristat has served to justify continuing reports on perinatal health and updating of the national perinatal information system. This new system came into effect on January 1, 2013. 
Our recommendations have also integrated into the practice guidelines of European professional societies such as the European Board and College of Obstetrics and Gynaecology (EBCOG)
Our data are also used for international initiatives to improve health reporting. For instance, data from Euro-Peristat prompted the OECD to take on a study with its members to evaluate how neonatal and infant mortality data should be collected. This process will promote better perinatal health reporting worldwide.
Euro-Peristat has been invited to join the ERIC on Health Information which is intended to become a sustainable research and development infrastructure for health monitoring and reporting in the EU. There are also ongoing discussions with other international data collection organisations such as Eurostat and OECD to integrate Euro-Peristat recommendations into their data collection exercises for selected health indicators. 
A sustainable European surveillance system requires an active network of clinicians, researchers and statisticians from all countries. The Euro-Peristat charter including our mission statement and endorsement of future scientific activities by our members will be made available soon on our website
Empower users and user groups

By making data and analysis easily accessible through downloadable reports and tables from our website (www.europeristat.com) and through media dissemination efforts, the project empowers users of health care services. Through our collaboration with the European Foundation for the Care of Newborn Infants (EFNCI) we aim to reinforce our outreach efforts and strengthen the capacity of user groups to achieve maximum impact. EFNCI produced a white paper to lobby for better standards for neonatal care based on statistics from the Euro-Peristat report.


Coordination with other projects or activities at European, National and International level 

	To enhance surveillance of mothers' and babies' health in Europe, Euro-Peristat has sought to build links with other research projects and networks. It has strong links with the Reproductive Outcome and Migration collaboration. It has held discussions with European Social Survey staff at City University London about measurement of health inequalities in Europe and the UK Scientific Committee member has developed links with the European Observatory on Health Systems and Policies, which is based at London School of Hygiene and Tropical Medicine. 

While routine birth data systems are key source of data for the surveillance of perinatal health, these sources are less well adapted for the study of some specific health problems, including cerebral palsy, congenital anomalies and the longer term outcomes of very preterm infants. Reporting on perinatal health in Europe thus requires collaboration with other European projects. The following European initiatives have actively collaborated with the project: Surveillance of Cerebral Palsy in Europe (SCPE), European Surveillance of Congenital Anomalies (EUROCAT), Reproductive Outcomes And Migration (ROAM) , European Perinatal Epidemiology Network (EPEN). SPCE and EUROCAT provided data on congenital anomalies and Cerebral Palsy for our 2010 European Perinatal Health Report.

We also collaborated with child health projects by participating in the organizing committee for an international conference on child health. This conference was held from May30th-May 31st at Dublin City University and organised by RICHE, led from DCU in Dublin in collaboration with the TACTICS project led by the European Child Safety Alliance, CHICOS, led from CREAL in Barcelona and Euro-Peristat. 

For the future, Euro-Peristat will continue to collaborate with these groups (for instance, a meeting is planned with EPEN as a preconference meeting at EUPHA in November of this year) as well as with new initiatives. We have recently begun two collaborations, one on preterm birth the PREBIC project, a WHO collaboration on preterm birth and the other on intrapartum interventions with a recently funded COST initiative: Building Intrapartum Research Through Health - an interdisciplinary whole system approach to understanding and contextualizing physiological labor and birth (BIRTH). Individuals, Societies, Cultures and Health COST Action IS1405 (coordinator: Soo Downe).


Strategic relevance, contribution to the Health Programme, EU added value and level of innovation.

	Our network is committed to continuing to support the perinatal health surveillance of mothers and babies in Europe.The longevity and growth of our network over the past 10 years testifies to the commitment of our participants to improving European health monitoring systems.
By implementing a financially sustainable approach to the production and use of perinatal health data, this project strives to develop a system that produces high quality routine data, achieves complete geographic representation, responds to the needs of our target groups, is reactive to new health concerns and contributes significantly to national, European and international debates on best care practices for mothers and babies. The principal outcome of this project is a high quality, innovative, internationally recognised and sustainable European perinatal health information system that compiles and analyses data on a regular basis. 

These data are eagerly awaited by perinatal health professionals who wish to monitor the trends and wide inter-country variations in outcomes and care practices revealed since our first European Perinatal Health Report released in 2008. 

Data available in the European Perinatal Health Reports can be used as a point of comparison for individual countries. For those indicators for which reliable data exist, countries can benchmark performance in providing effective health services and promoting the health of mothers and their newborn babies. Another aim is to reveal the strengths and weaknesses of perinatal health information systems and to encourage countries to invest in the resources needed to improve the completeness and quality of the data necessary for evidence-based public policy. 

Data to construct the Euro-Peristat core indicators are available in almost all countries, but there are still many gaps. Many countries need to improve the range and quality of the data they collect. Many countries have little or no data on maternal morbidity, care during pregnancy, and the associations between social factors and health outcomes.
Improving data quality standards is part of Euro-Peristat’s mission. We have worked on: establishing common definitions to ensure a high level of comparability for all our indicators, promoting linkage, and developing new perinatal health indicators.


Effectiveness of the dissemination
	The EPHR 2010 Editorial board disseminated results from our report in two phases. The first phase corresponds to the release of EHPR 2010. The report was delivered in bulk on Monday May 27th, 2013 and individual addresses were issued copies of the report on Wednesday, May 29th 2013.  

In the first dissemination phase, we:  

(1) sent out an international press release to media in our collaborating countries. (2) The report editors sent out prior to the launch of our report and on behalf of our group, an introduction letter to EPHR 2010 to all stakeholders identified by our SC members: policy makers, health planners, clinicians, epidemiologists, perinatal health researchers.

In all, we issued 400 printed copies of the report and 350 printed copies of the Executive summary. Additionally, web-links to the report were sent to over 300 stakeholders. 
As indicated by our web-based evaluation of EPHR2010, data from this report have been widely used by health providers, planners, policy makers, researchers, and users across Europe and beyond. Web analytics of our reports show that they have been downloaded more than 8000 times from our website and more than 100 media articles reported its publication.
Another key part of our dissemination strategy has been to present the Euro-Peristat results in international meetings and scientific conferences where it can reach key stakeholders. 
The organisation of the Child Health meeting in Dublin constituted a central part of this component dissemination strategy. The international conference was held from May 30th-May 31st at Dublin City University. Jennifer Zeitlin presented the Euro-Peristat project at this meeting including results from our European Perinatal Health Report 2010. The conference was opened by Minister Frances Fitzgerald, Minister for Children and Youth Affairs, and closed by Patricia O'Reilly, Health lead from DG Research Commissioner Maura Geoghegan-Quinn's cabinet.

During this period, Euro-Peristat data were showcased at the following conferences: at the Society for Paediatric and Perinatal Epidemiological Research, SPER (June 2013 Boston, MA), Euro-Epi (August 2013, Aarhus, Denmark), European Society of Paediatric Research, ESPR (October 2013, Porto, Portugal) and EPHC (November, 2013 Brussels, Belgium), SPER (June 2014 Seattle, WA). Please see dissemination work package (page 35-37) for more detail on these presentations.  
A workshop on the Euro-Peristat’s project results has been accepted for the EUPHA conference in Glasgow which will be held in November 2014. 

We also presented at the national of the German obstetric professional societies: Quality of Perinatal Care in Europe. Münchener Konferenz fur Qualitätssicherung, Geburtshilfe, Neonatologie, Operative Gynäkologie und Mammachirurgie. 29 novembre 2013.
We also released an editorial for the scientific community:

Zeitlin J, Mohangoo A D, Delnord M, Cuttini M, the Euro-Peristat Scientific Committee.The second European Perinatal Health Report: documenting changes over 6 years in the health of mothers and babies in Europe. J Epidemiol Community Health doi:10.1136/jech-2013-203291Published Online First: 19 September 2013


Conclusions and recommendations, sustainability of the project (after EC co-funding) and lessons learned.

	The Euro-Peristat network developed an action plan for sustainable perinatal health reporting in 2010 which endorsed the idea of producing a comprehensive European perinatal health report every 4 or 5 years. This action plan was refined and is presented in our mission statement. This statement describes the system we have put in place and the  road map for the future. If this path is followed, the next report would cover data from 2014 or 2015 and be issued in 2017 or 2018. 
Work package 4 included activities to achieve sustainable perinatal health reporting on the European level and involved two strategies.  The first strategy was to explore the integration of Euro-Peristat into routine systems and in particular Eurostat and the European Core Health Indicators (ECHIM). The aim was to ensure sustainability by compiling indicators regularly through routine Member State data reporting and reporting in EU websites.  The second complementary strategy was to develop a network which could seek sustainable sources of funding from the EU as well as member states. A separate report provides more detail on Euro-Peristat’s vision for this network, its mission and charter.
During the Euro-Peristat Action project however, plans for ensuring the sustainability of health information projects changed and the ECHIM project was discontinued in 2012. WP4 evolved to respond to these new potential strategies. While the European Commission invested heavily in health monitoring projects, the future of health monitoring in Europe remains uncertain. Unlike the European Centre for Disease Prevention and Control (ECDC), which monitors infectious diseases, there is no institution devoted to the surveillance of maternal or child health or of chronic diseases. However, there are several proposed strategies for continuing health information initiatives, including building an ERIC (European Research Infrastructure Consortium). Euro-Peristat has been involved with these initiatives and is committed to working towards a European solution. 

While waiting for a common European framework to emerge, our collaboration has multiple strategies for continuing our work. The interface between surveillance and research that we promote in this project provides us with future possibilities for funding – including participation in a recently awarded COST collaborative on intrapartum interventions. We are also collaborating with PREBIC – a WHO initiative on preterm birth. Euro-Peristat is frequently solicited as a partner for research grants. That we are able, in our 2010 report to provide comprehensive data from 29 countries on a wide spectrum of indicators describing perinatal health testifies to the commitment of our members to having comparable European data on mothers and children during pregnancy, childbirth, and the postpartum period. 


SECTION VI  Horizontal Work packages



Work package: Coordination of the project (WP1)
Work package Number: 1
Work package Leader : INSERM
Number of associated partners involved:
5

Number of person/ days of this work package:
279
Total budget of this work package:
 115 055
Starting Date: M1 - Ending date: M36
Project management

· Sustainability plan available describing the measures taken to ensure the continuation of the action after the end of the EC funding
 
yes 

Description of the work package: 
	Partnership management of tasks and achievements 

The partnership for this project involves associate beneficiaries: THL, TNO, ULB, NRIMC and CITY University London, collaborating beneficiaries and other participants.  
Over the course of the project, the partnership was effective. The Scientific Committee members contributed their expertise and opinions enabling successful production of all project deliverables and effective dissemination of results. 
During this period, SC members agreed on the creation of 12 writing groups which focused on high priority research questions derived from the 2010 data (cf. minutes of  SC meeting n° 3 ). Members of the Executive Board co-ordinate these writing groups in which data providers and other SC members also participate.
Management structure description, summary of the steering committee, advisory - board 
The Euro-Peristat project is coordinated by the Epidemiological Research Unit on Perinatal Health and Women’s and Children’s Health, INSERM U1153 (Project Leader: Jennifer Zeitlin) with assistance from an Executive Board (as outlined in the contract).
The Scientific Committee, which includes one representative from each participating country, provides scientific oversight and makes key decisions about the scientific programme and activities of the Euro-Peristat project. Scientific committee members are the principal liaisons between the project and national experts and coordinate data collection activities in their countries.

The Euro-Peristat network also includes many other individuals who contributed to the European Perinatal Health Report though their roles as scientific committee members, data providers or external experts. 
An updated list of our country teams including SC members and data provided is available from our website: http://www.europeristat.com/our-network/country-teams.html.

During this period, Dr. Jim Chalmers, representative from Scotland retired and has been replaced by Dr. Rachael Wood also from Information Services Division, NHS National Services Scotland. 3 additional countries also joined our network namely: Iceland (SC member: Helga Sol Olafsdottir), Swtizerland (SC member: Sylvie Berrut) and Romania (SC member: Mihai Horga). Other changes in SC members are listed in Section III of this report.
Description of the internal communication channels
Daily communication strategy essentially relied on emails and telephone conferences.  We also set up a members’ section on the Euro-Peristat website. This “Members Section” of our website is dedicated to our members: data providers, clinicians and other maternal and child health professionals involved in the Euro-Peristat project. It includes: the Euro-Peristat Action contract, meeting documents and the Euro-Peristat Action presentations. The powerpoint presentations make it easy for national representatives to develop slideshows about the project. 
Meetings with Euro-Peristat Action collaborators such as: DG SANCO, ECHIM, Eurocat, SCPE and Eurostat were also organized in order to further activities undertaken to improve capacity for high quality comprehensive reporting
Period 1

In the first period, 48 representatives from 29 countries attended our January 2012 Scientific Committee Meeting in London. We were able to share progress Euro-Peristat Action had made thus far and discuss: the updating of Euro-Peristat indicators, protocols for data quality and guidelines and the preparation of our second European perinatal health report. 

Period 2 

In partnership with THL, TNO, City University London, ULB and NRIMC, INSERM coordinated 4 meetings: 3 with the executive board (2 live and 1 teleconference) and 1 Scientific Committee meeting. Follow-up to these meetings and internal communication was facilitated by the Program Leader, Jennifer Zeitlin and the Programme Manager, Marie Delnord.

41 representatives from 24 countries attended our November 2012 Scientific Committee Meeting in Malta. At this meeting, we were able to share preliminary results of the 2010 data collection exercise and discuss: the dissemination strategy for the second European Perinatal Health report and future steps for the Euro-Peristat Action project (see Annex III) 

Meetings with Data coordination partner, TNO and new Euro-Peristat Action country SC members from Iceland were also organized in order to further activities undertaken to improve capacity for high quality comprehensive reporting.
Period 3 

The Executive Board held a meeting in M30 via phone and in person. SC members met in Month 25 shortly after the release of EPHR2010. 41 representatives from 24 countries attended our May 2013 Scientific Committee Meeting in Dublin. At this meeting, we were able to share preliminary feedback on the production and release of our second European Perinatal Health report and future steps for the Euro-Peristat Action project. 
Minutes are available for all meetings and approved by meeting participants (see Section VII, deliverable n°10)
Monitoring and supervision

The Euro-Peristat project is coordinated by the Epidemiological Research Unit on Perinatal Health and Women’s and Children’s Health, INSERM U1153 (Project Leader: Jennifer Zeitlin, Project manager: Marie Delnord) with assistance from the Executive Board.
Problems that have occurred and how they were solved or envisaged solutions
One of the difficulties of managing this project arises from the diversity of the statistical systems in participating countries. In some countries, many individuals and institutions need to be involved in order to provide complete data on the Euro-Peristat indicators. This is especially true in countries with a federal government structure, such as Spain and Germany (although data on perinatal health are increasingly centralised in Germany). The same problem applies to the constituent countries of the UK. 

To take into consideration this issue, we modified our website to showcase the teams contributing to the project in each country. Each country is able to design its country team presentation as best reflects the contributors to the project. If necessary, more than one person is invited to the plenary meeting from some countries. This also allows us to broaden the scope and disciplinary expertise of the group. 

Marie Delnord, the program manager was absent due to maternity leave from January-April 2012. Other staff on the project took on full management of the project during Marie Delnord’s maternity leave.
In Year 2, based on discussions with DG-SANCO, the Euro-Peristat group decided not to become a legal entity after completion of the project; instead, we agreed to create a charter which will govern the Euro-Peristat network. We also acknowledged the need to further maximize our dissemination efforts. As a result, the need to add a third SC meeting in Year 3 and to increase available funds for dissemination of results at scientific conferences emerged.

INSERM had to coordinate modification of partner’s individual budgets and the project’s overall budget based on the above (the amendment proposal is available in the Annex).

For some of our partners, there were considerable delays in gathering correct time sheet information and itemized budget estimates for Year 3 from their institutions. Also, we experienced delays in collecting those because there was some confusion about the exact project start date: 01/05/2011.
To resolve these issues, INSERM kept in close contact with the different partners and we have done our best to remedy administrative delays. The amendment proposal and supporting documents were successfully submitted in April 2013. 
In the third period, there was discussion within the Expert Group on Health Information (EGHI) and DG-SANCO about plans for the future and the development of an ERIC. Euro-Peristat participated in drafting a questionnaire about our project and commented on a white paper drawn up by Anke Joas of the Biomonitoring project “Synergies and potential of public health and research projects.”

Jennifer Zeitlin attended a meeting on November 7th 2013.  We were also invited to and planned to attend preparatory meetings on the 27th of February and 20th of May 2014. These meetings were then cancelled.  It was not made clear to us what the subsequent plans were and this caused some confusion in finalizing deliverables for work package 4.There continues to be considerable opacity about the process for organizing follow-up on these goals. 
Impact of possible deviations from the planned milestones and deliverables, if any
NA

List of project meetings, dates, venues, annotated agenda, action oriented minutes 
Available in Section VII, deliverable n°10
Work package

Annex

Title 

Type of document

Technical Report

WP1

A1_1
Minutes EB meeting (14/04/2011)

Deliverable 10

1

WP1

A1_2
Minutes EB meeting (05/10/2011)

Deliverable 10

1

WP1

A1_3
Minutes EB meeting (17/04/2011)

Deliverable 10

1

WP1

A1_4
Minutes EB meeting (27/09/12)

Deliverable 10

2

WP1

A1_5
Minutes EB meeting (08/02/2013)

Deliverable 10

2

WP1

A1_6
Minutes EB meeting (08/11/2012)

Deliverable 10

2

WP1

A1_7
Minutes EB meeting (08/02/2013)

Deliverable 10

2

WP1

A1_8
Minutes EB meeting (15/10/2013)

Deliverable 10

3

WP1

A1_9

Minutes Beneficiaries meeting (21/01/2014/)

Deliverable 10

3

WP1

A1_10

Minutes SC meeting 1 (12-14/01/2012)

Deliverable 10

1

WP1

A1_11

Minutes SC meeting 2 (07/11/2012)

Deliverable 10

2

WP1

A1_12

Minutes SC meeting 3 (29/05/2013)

Deliverable 10

3

WP1

A1_13
Meeting with EUROCAT (08/03/2012)

Deliverable 10

1

WP1

A1_14
Meeting with DG-SANCO (26/03/2012)

Deliverable 10

1

WP1

A1_15
Meeting with PREBIC (22/05/2014)

Deliverable 10

3

WP1

A1_16
Meeting with EUROSTAT (13/03/2014)

Deliverable 10

3

Amendments incurred or requested during the reporting period

In Year 2, our Amendment n°1 was accepted. This amendment allowed us to hold a third SC meeting in M25 and to participate in the Child Health Research international meeting.  

We had requested this modification in order to:  

-Prepare the charter which will govern the Euro-Peristat network and future activies after the completion of the project.

-Promote dissemination of project results to the scientific child health research community and increase visibility of our data to our principal stakeholders for launching our report. 
The meeting took place as part of the international conference “Child Health Research, the Key to a Healthier European Society” (http://child2025.eu/) organised by several EU child health projects, including Euro-Peristat. This meeting featured presentations by Minister Frances Fitzgerald, Irish Minister for Children and Youth Affairs and Patricia O'Reilly, Health lead from DG Research Commissioner Maura Geoghegan-Quinn's cabinet. Prof. Lennart Köhler from the Nordic School of Public Health and Prof. Helmut Brand President of ASPHER and of Bad Gastein Health, Maastricht University provided the keynote speeches. 
Financial management.
In accordance with Amendment n°1, INSERM and ULB transferred funds into their “other costs” category to finance SC meeting 3. The exact budgetary changes and their justification are detailed in Amendment n°1 and were included in the Interim Report for Year 2. However, only INSERM contributed to the  meeting costs given that Amendment n°1 was approved in August 2013 - after SC meeting n°3. Additional funds transferred from ULB were used to order 50 more paper copies of the European Perinatal Health Report 2010 in order to achieve our dissemination objectives.
Subcontracting rules applied and description of the process for implementing the public procurement (E5 subcontracting cost), if applicable
In accordance with Amendment n°1, we have not used sub-contracts for the development and maintenance of our website; this was managed internally by the coordinator.  These funds, 5000 euros, were reallocated towards “Other costs” and funding of SC meeting 3 as specified. 
Subcontracting costs incurred for our report resulted from a public procurement process. We identified our needs for the publication of the report: proficiency with the publication of material in English, experience with the publication of scientific texts/articles, budget constraints, time allocated for the project, and shipping capacity. Three printing companies (CLUMIC Arts Graphiques, Mercure Graphic, SlickFish) answered our service provider call and quoted us for the production and printing of our publication. We met with a representative of both companies based in France (CLUMIC and Mercure Graphics) and asked for examples of their work. In the end, we selected SlickFisH as they offered us the best quote and were more experienced – we also had proof of their efficiency since they were responsible for the publication of EPHRI.
Conclusions 
Throughout this project, we implemented our dissemination strategy as outlined in our dissemination plan. We were active in finding ways to sustain the Euro-Peristat Action network beyond the project end-date, and we have identified future scientific activities which will build off of ongoing analyses and collaborations with the PREBIC, ROAM and EFCN – as described in our deliverables for WP4. 
Future steps for the Euro-Peristat Action network include endorsement of the Euro-Peristat charter and mission statement by all current SC members and involvement in the ERIC on Health Information. Future activities for the network are outlined in the sustainability plan available as part of WP4 (cf. deliverable n°1)
PLEASE DO NOT FORGET TO ATTACH THE ANNEXES AS PER SECTION VII


Deliverables

	
	Title

	1
	Interim and final report and minutes of meetings

(Deliverable # 10)


Milestones reached by this WP 
	
	Milestone title
	Month of achievement

	1
	Intermediate and technical reports (M12,24,36)
	Submitted: M14,26,38 

	3
	Scientific Committee Meeting N°3, EB meeting n°7
	25, 31

	5
	EB meeting N° 8 (Beneficiaries meeting)
	33


Work package: Dissemination of the project (WP2)
Work package Number : 
2
Work package Leader: INSERM
Number of associated partners involved :
5


Number of person/ days of this work package:
283
Total budget of this work package:
 120 290
Starting Date. M1- Ending date: M36

· Dissemination plan available 




yes 
· Project leaflet/brochure/newsletters submitted to EAHC 
yes
· Project website:




www.europeristat.com
· The EU funding disclaim and EU logo are visible in the project website and public presentations 






yes
Description of the work package

	Description of the key messages.

The dissemination plan presented in the first interim report informed our strategy for promoting and disseminating our results.  

Our main dissemination product is the European Perinatal Health Report: The Health and Care of Pregnant Women and Babies in Europe in 2010 (EPHRII) which brings together data from 26 European Union member states, plus Iceland, Norway and Switzerland. The first Euro-Peristat report, with data for 2004, was published in 2008. It found wide differences between the countries of Europe in indicators of perinatal health and care. This second report provides the opportunity to see whether gains in positive health outcomes have been achieved and whether inequalities between the countries of Europe have narrowed.

Euro-Peristat takes a new approach to health reporting. Instead of comparing countries on single indicators like infant mortality using a ‘league table’ approach, our report paints a fuller picture by presenting data about mortality, low birth weight and preterm birth alongside data about health care and maternal characteristics that can affect the outcome of pregnancy. It also illustrates differences in the ways that data are collected, and explains how these can affect comparisons between countries.

EPHRII also contains data from two other European projects: Surveillance of Cerebral Palsy in Europe (SCPE), European Surveillance of Congenital Anomalies (EUROCAT).

Visual project identity, including project logo, etc
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Cover of the EPHR2010
Activities undertaken to ensure that the results and deliverables have reached the target groups: 

We disseminated our results in two stages. 

The first stage corresponds to the release of EHPR 2010. The report was delivered in bulk on Monday May 27th, 2013 and individual addresses were issued copied of the report on Wednesday, May 29th 2013.  

Prior to the release of our report, we:  

(1) sent out an international press release to media in our participating countries. This press release was made available to SC members before the launch of the report. SC members had the option of using this document to draft their national press releases based on their country’s results. Some did this and others also drafted short reports pointing to key results for their country.  The international and  national press releases are available on the Euro-Peristat website (www.europeristat.com).

 (2) Prior to the launch of our report,  the editors sent out  on behalf of our group, an introduction letter to EPHR 2010 to all stakeholders identified by our SC members: policy makers, health planners, clinicians, epidemiologists, perinatal health researchers.

In all, we issued 450 printed copies of the report and 350 printed copies of the Executive summary. Additionally, web-links to the report were sent to over 300 stakeholders. The web-link allows access to download our report and the individual chapters directly from the website (http://www.europeristat.com/reports/european-perinatal-health-report-2010.html). 

Another key part of our dissemination strategy has been to present the Euro-Peristat results in international meetings where it can reach key stakeholders. 

The international conference was held from May30th-May 31st at Dublin City University and co-organised by TACTICS and two other EU funded FP7 projects, RICHE, led from DCU in Dublin, and CHICOS, led from CREAL in Barcelona. Jennifer Zeitlin presented the Euro-Peristat project at this meeting including results from our European Perinatal Health Report 2010. The conference was opened by Minister Frances Fitzgerald, Minister for Children and Youth Affairs, and closed by Patricia O'Reilly, Health lead from DG Research Commissioner Maura Geoghegan-Quinn's cabinet.

Euro-Peristat data was also presented in the following international and national fora: 
We presented our analyses in international conferences, including: 

2012

· Presentation: Sophie Alexander. Euro-Peristat project at EBCOG 2012, European Congress of Obstetrics & Gynaecology, Tallinn, 9-12 May 2012 

· Presentation: Wei Hong Zhang  and Sophie Alexander. Educational disparities in fetal and neonatal mortality in Europe: Results from the Euro-Peristat project. European Conference on Perinatal Medicine (ECPM) 2012 meeting in Paris, June 13 to 16.

· Poster: AD Mohangoo, J Zeitlin and the Euro-Peristat Scientific Committee. Cross-national comparisons of stillbirth rates: should inclusion thresholds be based on gestational age or birthweight. Society for Pediatric and Perinatal Epidemiological Research Annual Meeting. Minneapolis, 26 juin 2012.

· Presentation: Jennifer Zeitlin, What can we learn from cross-national comparisons of perinatal health and care in Europe? Keynote Lecture, European Congress of Epidemiology, Conference of the European Epidemiology Federation, Porto, 7 September 2012. 

· Abstract accepted at the International Epidemiology Association meeting in Porto, 6-8 September, 2012 by Ashna Mohangoo (TNO). 

· Presentation Wei Hong Zhang and  Sophie Alexander: Inégalités en mortalités fœtale et néonatale et niveau d’instruction maternelle en Europe  by (ULB)at the Ve Congrès International d'Épidémiologie ADELF - EPITER in Brussels, September 12 to 14 2012. 

· Jennifer Zeitlin and Ashna Mohangoo presented on the Euro-Peristat project and results from 2010 at EUPHA, Malta 2012

2013

· Presentation: Alison Macfarlane Overview of Euro-peristat. Reproductive Epidemiology course, Tartu, Estonia, April 2013.

· Presentation: Zeitlin. EUROPERISTAT - a healthy start is half the journey. Child Health Research - the Key to a Healthier European Society, European Child Health Conference, Dublin, 30 mai 2013.

· Poster: A. Mohangoo, J Zeitlin and the Euro-Peristat Scientific Committee.  Evolutions in fetal and neonatal mortality in European countries: Results from the Euro-Peristat project. Poster. Society for Pediatric and Perinatal Epidemiological Research Annual Meeting. Boston, 17 juin 2013.

· Presentation: Alison Macfarlane Estimating the prevalence of female genital mutilation among child-bearing women in Europe. Euro-epi, Aarhus, Denmark, August 2013.

· Presentation: J. Zeitlin. Keynote Lecture: EFFECTIVE PERINATAL INTENSIVE CARE IN EUROPE - CHALLENGES AND OPPORTUNITIES . European Society for Paediatric Research (ESPR) 54th Meeting. Porto. 12 octobre, 2013.

· Presentation : A. Mohangoo , J. Zeitlin. EVOLUTIONS IN FETAL  AND NEONATAL MORTALITY RATES IN EUROPEAN COUNTRIES: RESULTS FROM THE EURO-PERISTAT PROJECT. European Society for Paediatric Research (ESPR) 54th Meeting. Porto. 12 octobre, 2013.

· Poster:  Alison Macfarlane. Lancet conference poster: November 2013. Also shown at Maternity, midwifery and baby forum: Friday 20 June, London.

· Posters: Sophie Alexander, Marie Delnord, and Ashna Mohangoo, presented on educational inequalities in perinatal health, cesarean rates by subgroup, and fetal and neonatal mortality at SPER, Boston 2013. 

· Presentation: Ashna Mohangoo presented on fetal and neonatal mortality at Euro-Epi, Denmark 2013 in august 2013 and EUPHA, november 2013. 

· Presentation: Jennifer Zeitlin. Quality of Perinatal Care in Europe. Münchener Konferenz fur Qualitätssicherung, Geburtshilfe, Neonatologie, Operative Gynäkologie und Mammachirurgie. 29 november 2013.

· Presentation: Can an indicator of ‘normal birth’ be derived from data collected routinely in Europe? Alison Macfarlane, Nick Drey, Béatrice Blondel, Jennifer Zeitlin, Ashna Mohangoo, Marina Cuttini and the Euro-peristat Collaboration. International Normal Birth conference, 2013, Grange over Sands, Lancs.
2014

· Poster: A. Mohangoo, M Delnord, J Zeitlin. Understanding declines in stillbirth and neonatal mortality in Europe.  Society for Pediatric and Perinatal Epidemiological Research Annual Meeting. Seattle, 23 juin 2014.

· Poster: Delnord, K Szamotulska, A Mohangoo, M Gissler, C Barona, S Berrut, J Chalmers, N Dattani, L Sakkeus, I Zile, J Zeitlin and the Euro-Peristat Group.  Linking databases on perinatal health: a review of the literature and current practices in Europe.  Society for Pediatric and Perinatal Epidemiological Research Annual Meeting.Seattle, 23 juin 2014.

· Presentation: Alison Macfarlane. Euro-Peristat: understanding and comparing  European birth statistics. Maternity, midwifery and baby forum: Friday 20 June 2014, London.

· Abstract accepted for a poster presentation: Marie Delnord, “Linking databases on perinatal health: a review of the literature and current practices in Europe”, November 2014

· Euro-Peristat workshop acceted at EUPHA , Glasgow - November 2014
We also released an editorial for the scientific community:

Zeitlin J, Mohangoo A D, Delnord M, Cuttini M, the Euro-Peristat Scientific Committee. The second European Perinatal Health Report: documenting changes over 6 years in the health of mothers and babies in Europe. J Epidemiol Community Health doi:10.1136/jech-2013-203291Published Online First: 19 September 2013
Twelve scientific articles based on the 2010 data are currently in writing. 
Last, we met with Eurostat in M34 (see minutes of meeting available in Section VII, deliverable n°10) in order to provide recommendations on indicator definitions for perinatal health reporting.

Our main portal for continued dissemination of Euro-Peristat products is our website which has been modified to provide access to download web tables of our 2010 data in Excel format ( summary tables provided in the report are already available from the website) and allow registration of new users to our project mailing list.
How were problems resolved /limitations

In Amendment n°1, we increased dissemination costs for the project in order to present data in scientific conferences. We also ordered 50 additional printed copies of our report in M36 to respond to requests from stakeholders. 
Conclusions and recommendations for the future

Our current publications including: EPHRI and EPHRII, the associated scientific publications and articles in the general press are currently available from our website: www.europeristat.com. We will enable more direct access to our detailed data tables from our website by the end of July 2014 (Excel format). 

The project has been exploring different avenues to sustain our activities especially since stakeholders would like us to report at least every 2-3 years on women and babies’ health in Europe (cf. Deliverable 9 -web evaluation). 
PLEASE DO NOT FORGET TO ATTACH THE ANNEXES AS PER SECTION VII


Overview table showing the distribution and target for all project deliverables  
	
	Title
	Distribution Channel
	Target audience

	1
	Report for integration of indicators into ECHIM and EUROSTAT
	Direct mailing/emails to influentials and decision makers
	Government decision makers, statistical offices, European statistical offices

	2
	Established European perinatal information system
	Direct mailing/emails to influentials and decision makers, website, outreach to key stakeholders
	Government decision makers, statistical offices, European statistical offices, research institutes in Europe, scientific and professional societies.

	3
	Updated indicators list
	Website, scientific publications, direct mailing/emails to key stakeholders
	Clinicians, European and national policy makers, statistical providers, researchers, users

	4
	Endorsed quality criteria
	Website, scientific publications, direct mailing/emails to key stakeholders
	Statistical data providers, European and national policy makers in health surveillance, researchers

	5
	Dataset
	Tables will be made available in the website and in the report
	Clinicians, European and national policy makers, statistical providers, researchers, users

	6
	European Perinatal Health Report (EPHR) on 2010 data
	Direct mailing/emails to key stakeholders, website (free download), media strategy to ensure articles and other media exposures in the popular press, editorials in scientific journals.
	Clinicians, European and national policy makers, statistical providers, researchers, users and media

	7
	Project website, including promotional leaflet
	Media outreach, links from websites from participating and collaborating institutions
	Clinicians, European and national policy makers, statistical providers, researchers, users and media

	8
	Scientific publications
	National and international scientific journals
	Clinicians, European and national policy makers, statistical providers, researchers, users

	9
	Evaluation reports and report on the web-based evaluation
	Direct mailings/emails to targeted audience, password protected access from website
	Members of the Euro-Peristat Scientific Committee, European evaluators

	10
	Interim and final report and minutes of meetings
	Commission websites
	Members of the Euro-Peristat Scientific Community, European and national policy makers


List of deliverable(s) linked to this work package

Deliverable

	
	Title

	7
	Project website, including promotional leaflet


Milestones reached by this WP

	
	Milestone title
	Month of achievement

	1
	Updated website is launched
	8

	2
	List of stakeholders is updated
	12

	3
	Dissemination plan is set up
	12

	4
	Website includes data from 2010
	24


Horizontal Work packages

Work package: Evaluation of the project (WP3)
Work package Number: 3
Work package Leader: ULB
Number of associated partners involved:
5


Number of person/ days of this work package:
221
Total budget of this work package:
 94992
Starting Date: M1 - Ending date: M36
· Evaluation plan available:
yes


· External evaluation:  
yes
Description of the work package
	Description of process and outcome evaluation
Evaluation of the project is led by ULB. Several activities have been carried out in year 1 and year 2. Items included in WP 3 for year 3 were centered on the evaluation of the project by an External Advisory board and on the evaluation of the European Perinatal Health Report: Health and care of pregnant women and babies in Europe in 2010 by our stakeholders. 

The project’s evaluation strategy includes 3 principal components: 
1.
Internal peer review of scientific progress and quality 

At each scientific committee meeting, working groups will present their work and solicit comments and suggestions for improvement. 2010 data on indicators was presented and outliers and unexpected findings were discussed in the context of a data quality review. 

For each interim technical report, the project planning chart and indicator list were assessed. Where the project fell short of its initial objectives, an explanation and proposal for redressing the problem was discussed within the group and included in the technical report.
These processes and the results of this component of the evaluation strategy are documented in the meeting notes for EB and SC meetings in Deliverable 10.  

2.
External Advisory board evaluation 

An external scientific board was established with 6 members from European or national perinatal health institutions (researchers, clinicians, statisticians).. The members of this board should not be associated with the institutions that have participated in the Euro-Peristat.  The members of the external advisory committee will be provided with project documents and semi-directive in-depth interviews will be held with them. 

The evaluation strategy originally negotiated in the contract was modified in Year 1 of the project. We agreed to have the External Advisory Board evaluate the project at the end of the third period in order for them to have a more comprehensive view of our activities and to give them the opportunity to evaluate the main deliverable of our project: the European Perinatal Health Report. Evaluation post EPHR2010 also allows the EAB to assess the impact our report has had in the months following its publication.

Evaluation methodology

This component aimed to identify and discuss areas in which the project achieved its goals and areas in which further work is necessary.  Six to 10 telephone interviews of key informants were planned, involving individuals who have used the Euro-Peristat data in their work and who are familiar with the project. Informants were identified by the Executive Board. meeting. The members of this committee suggested people coming from different types of organizations (collaborating and non-collaborating organizations, international organizations, research institutes, clinicians, national programs) and from various countries, including non EU countries.

A semi-structured questionnaire was elaborated by the ULB-ESP team and then shared with the members of the steering committee and revised accordingly. These interviews were organized and executed by a team from ULB consisting of Lilas Weber (MPH) and Sophie Alexander (PHD). The interviews were conducted by phone or through a Skype call; one person (SA) interviewed, two people took notes (SA+LW) and the conversations were recorded.  An outline for the semi-structured interview was sent to the interviewee by email prior to the conversation and they were asked to fill it in if they wished and to send it back before the interview if convenient. Anonymity was ensured regarding the answers the experts gave us. Getting the contact and especially finding a convenient date and time was not always easy. However, once the interviews were occurring, the process was straightforward.  The busy colleagues who were involved for this consultation process seemed pleased to be interviewed, give their opinion and had obviously thought about the topics it depth.

Name of the experts, country and occupation

Name of the expert

Country

Occupation

Russel

Kirby 

USA

Professor and Marrell Endowed Chair at USF (university of south Florida)

Soo

Downe  

UK

Chairs the UK Royal College of Midwives Campaign for Normal Birth steering committee, member of the UK Medical Research Council College of Experts, professor at the University of central lancashire

Peter

 Achterberg 

Netherlands

National Institute for Public Health and the Environment

Nicole

Thiele

Germany

EFCNI (European foundation for the care of new-born infants - Vice Chair of the Executive Board  )

Gunta

  Lazdane 

Latvia, working in Danemark

Programme Manager, Sexual and Reproductive Health, WHO Regional Office for Europe, PhD

Albrecht

 Jan 

Germany

Gynaecologist, Professor at Institute of Public Health, University of Heidelberg, Head of the research group “Global Health Policies and Systems”

Helen

 Dolk

UK (Ulster)

Professor of Epidemiology & Health Services Research,  Institute of Nursing and Health Research, University of Ulster

These processes and the results of this component of the evaluation strategy are provided in Deliverable 3.A.  

3.
Evaluation of the European Perinatal Health Report
A web-based evaluation was undertaken among the Euro-Peristat stakeholders contacts to assess reactions to the EPHR using the methodology used to evaluate the first EPHR (and allow comparisons with the first report). The number and breadth of media coverage on the 2nd EPHR was also assessed and compared to that obtained for the 1st EPHR with the aim of achieving expanded coverage in all countries participating in the report.
For the web based evaluation, we sent questionnaires to our stakeholders. Our stakeholders were identified through a time intensive multi-round process during Euro-Peristat III and updated in the current project.  

More than 600 contacts in 29 countries who were working as health policymakers, researchers, health providers, health insurers, and in non-governmental or advocacy groups and the media are now a part of our stakeholder database. For each of our stakeholders, SC members were asked to provide an updated postal address (to which a paper copy of the report was sent) and/or an email address (for web contact and to receive the PDF version of the report).  Many of the stakeholders in our mailing list are in leadership and high responsibility positions in Health ministries and other health policy organizations, national statistical offices, medical schools and universities, clinics and health research centers, or responsible for national working groups on health care and medical services.

We created the web–based evaluation survey using Survey Monkey software. Using a web-based survey enabled us to streamline the evaluation process and allowed us to quickly tabulate the electronic results. The survey was created in English.  We drafted the evaluation survey based on our web-based survey of the first European Perinatal Report; it was then sent to all SC members for comments. SC members stressed the importance of allowing comparisons between this evaluation round and the one undertaken for the evaluation of EPHRI. Seven questions from the previous survey were included in this round and one question on the supplementary material accompanying the report was modified

Invitations were sent via the europeristat website to our email contact list. The survey was made available both on our website and on the survey monkey web platform using this link:  https://fr.surveymonkey.com/s/Euro-Peristat2010Report

It was not possible to send an evaluation survey to some of the stakeholders who had received the European Perinatal Health Report 2010 because we did not have a working email address to complement our postal address for a contact. In some cases, our contacts were no longer working at the same institution seven months later, or the institution itself had undergone significant reorganization. 

To improve the response rate, stakeholders were solicited twice (09/12/13 and 08/01/14). We also requested the help of the Euro-Peristat group to encourage stakeholders to reply (13 Jan) and personal emails were sent to SC members of countries; we aimed for 5 respondents in each of our partner countries.

In all, we invited 649 stakeholders previously identified by SC members and who had received the EPHR to participate in the web-based evaluation survey. 104 stakeholders completed our questionnaire.
These processes and the results of this evaluation are provided in Deliverable 3.B.  Information on media coverage is provided in the summary of the dissemination WP2 and provided in Section VII, A2_6



List of deliverable(s) linked to this work package

Deliverable

	
	Title

	9
	Evaluation reports and report on the web-based evaluation


Milestones reached by this WP

	
	Milestone title
	Month of achievement

	1
	Evaluation plan is elaborated
	1

	2
	Panel for evaluation is identified
	6

	3
	Evaluators participate in SC meetings 
	milestone modified (see Interim report 2 Section 3, WP3)

	4
	1st and 2nd evaluation report are ready
	36 milestone modified – only one report(see Interim report 2 Section 3, WP3)

	5 
	Results of the web survey are obtained
	34


Specific Work packages

Work package : Sustainable perinatal health reporting on the European level (WP4)
Work package Number : 4
Work package Leader : Mika Gissler
Number of associated partners involved : 
5


Number of person days of this work package: 326


Total budget of this work package : 137 691
Starting Date - Ending date: M1- M36


Description of the work package

	The work package involved two strategies. The first one was to explore the integration of Euro-Peristat into routine systems and in particular Eurostat and the European Core Health Indicators (ECHIM). The aim is to ensure sustainability because the indicators would be compiled regularly through routine Member State data reporting and reported in EU websites.  The second complementary strategy was to develop a network which could seek sustainable sources of funding from the EU as well as member states. 

The tasks which were proposed within this work package for exploring the possibilities of integrating Euro-Peristat indicators into European statistical systems included: 

(1) Establishing a technical working group including members of the Euro-Peristat Scientific Committee, EUROSTAT and members of the ECHIM Joint Action, 

(2) Assessing which Euro-Peristat indicators fulfil EUROSTAT legal and technical criteria for inclusion in routine data collection.

(3) Describing strategies in each MS for integration of Euro-Peristat indicators into routine EUROSTAT reporting.

(4) Detailing the resources needed on the EU level to integrate Euro-Peristat indicators into routine data collection and reporting and 

(5) Developing a written proposal, with a specified time frame and submit it to member states for endorsement.  

As part of this work package, as well as work package 5 on developing capacity for high quality health reporting, we analysed the concordance between Eurostat and Euro-Peristat indicators in order to assess differences in common indicators.  

During the Euro-Peristat Action project, DG-SANCO’s plans for ensuring the sustainability of health information projects evolved and, in particular, the possibility of setting up an ERIC for health information. This work package evolved to respond to these new potential strategies and the Euro-Peristat team actively participated in these initiatives. Furthermore, the ECHIM project was discontinued in 2012, and therefore the integration of Euro-Peristat indicators into this project was no longer an option.  The report describes Euro-Peristat work with ERIC and the possibilities for sustainable reporting within this framework.

Euro-Peristat also explored the possibilities of establishing a NGO in order to formalise the network and ensure continued collaboration of its members. This was found to be a complicated and expensive solution. The project also contacted EUPHA (European Public Health Association) to create a new section on perinatal health. EUPHA encourages the creation of sections for specific public health themes, which are international and open to all public health experts. The goal is to bring together researchers, policymakers and practitioners working in the same field for knowledge sharing and capacity building. However, the EUPHA executive board did not approve the creation of a new section because of overlaps with the current section “Child and Adolescent Health”. To place the collaboration under the section on child health was not seen as sustainable, since all work related to pregnant women and mothers would have been left out in this approach.




List of deliverable(s) linked to this work package

Deliverable

	
	Title

	1
	Report for integration of indicators into ECHIM and Eurostat

	2
	Established European perinatal health information system


Milestones reached by this WP

	
	Milestone title
	Month of achievement

	1
	Technical working group established
	3

	2
	Review of indicators and first draft of country reports complete
	12

	3
	Delphi on governance of surveillance network complete
	Technical annex modified (see deliverable n° 2 and amendment n°1), milestone changed to Euro-Peristat mission statement. M36

	4
	Report specifying legal options from external advice and Legal officers network
	Technical annex modified (see deliverable n°1 and amendment n°1) milestone changed to Euro-Peristat mission statement. M36

	5
	Final report of working group is complete
	34


Specific Work packages
Work package: Improve capacity for high quality comprehensive reporting and expand geographic scope (WP5)
Work package Number : 5
Work package Leader: INSERM
Number of associated partners involved :
 5

Number of person/ days of this work package:
506
Total budget of this work package:
 206 822
Starting Date: M1 - Ending date:  M36
Description of the work package

	Work progress and achievements
Activities part of this WP aimed to update indicators, create methods for measuring severe maternal morbidity, developing guidelines for data management (including data linking) and expanding methods for measuring social inequalities in perinatal outcome and care.
Data quality workshops were held in Year 1 and 2. Endorsed criteria for our indicators were incorporated in the data collection exercise (Year 2) and are detailed in EPHR2010 (Year 3). These included refining our socioeconomic indicators, including adding a variable on maternal and paternal occupation. 
We conducted a systematic review of the literature by searching PubMed for studies on perinatal health citing linkage of routine databases or a cohort study to a routine database from 2001 to 2011.We also surveyed European health monitoring professionals participating in the Euro-Peristat project about use of linkage for national perinatal health monitoring.  SC members are currently involved in the validation of the different linkage types performed in their country and for reporting to Euro-Peristat based on meta-data collected on the data sources used during data collection for EPHR2010.  
The people involved in the data linkage group are: Alison Macfarlane (United Kingdom), Mika Gissler (Finland), Paco Bolumar (Spain), Karin van der Pal (The Netherlands), Jim Chalmers (Scotland), Anne Chantry (France), Katarzyna Szamotulska (Poland), Nirupa Dattani (United Kingdom), Sylvie Berrut (Switzerland)

For indicators of the maternal morbidity, preliminary results from year 2 were finalized in year 3. In total, 13 countries participated in the initial feasibility questionnaire but 11 countries could provide information on their classification of diagnoses and procedures. The results of this working group are presented as part of the deliverable on endorsed quality criteria. 
Maternal morbidity study group: Sophie Alexander (Belgium), Mika Gissler (Finland), Marie-Hélène Bouvier-Colle (France), Peter Drakakis (Greece), István Berbik (Hungary), Sheelagh Bonham (Ireland), Janis Misins (Latvia), Jonė Jaselionienė (Lithuania), Katarzyna Szamotulska (Poland), Henrique Barros (Portugal), Jim Chalmers (Scotland), Sylvie Berrut (Switzerland), Karin van der Pal (the Netherlands), Alison Macfarlane (UK)

Coordination with other projects or activities

As part of our work to improve the quality of data, Euro-Peristat engaged in a mapping exercise of our perinatal mortality data with Eurostat. We presented results from this exercise at Eurostat on March 13, 2013. Minutes from this meeting are available in Section VII, deliverable n°10 A1_16
Outcomes and deliverables achieved
The record linkage and severe maternal morbidity working groups coordinated guidelines for several maternal morbidity data collection and increased use of linkage for perinatal health reporting with the collaboration of EuroPeristat data providers and Scientific Committee members. We present these recommendations in Section VII, deliverable n°4
Scientific Publications based on endorsed quality criteria and published during M1-M36 are listed below:

1. Zeitlin J, Mohangoo A D, Delnord M, Cuttini M, the Euro-Peristat Scientific Committee.The second European Perinatal Health Report: documenting changes over 6 years in the health of mothers and babies in Europe. J Epidemiol Community Health doi:10.1136/jech-2013-203291Published Online First: 19 September 2013
2. Zeitlin J, Szamotulska K, Drewniak N, Mohangoo A, Chalmers J, Sakkeus L, Irgens L, Gatt M, Gissler M, Blondel B. Preterm birth time trends in Europe: a study of 19 countries. BJOG 2013; DOI: 10.1111/1471-0528.12281

3. Mohangoo AD, Blondel B, Gissler M, Velebil P, Macfarlane A, Zeitlin J, for theEuro-Peristat Scientific Committee. International Comparisons of Fetal and Neonatal Mortality Rates in High-Income Countries: Should Exclusion Thresholds Be Based on Birth Weight or Gestational Age? PLoS ONE 2013  

4. Lack N, Blondel B, Mohangoo A, Sakkeus L, Cans C, Bouvier-Colle MH, Macfarlane A, Zeitlin J;Reporting of perinatal health indicators for international comparisons—enhancing the appearance of geographical plots. Eur J Public Health. first published online January 7, 2013 doi:10.1093/eurpub/cks176

5. Bouvier-Colle MH, Mohangoo A, Gissler M, Novak-Antolic Z, Vutuc C, Szamotulska K, Zeitlin J; for The Euro-Peristat Scientific Committee. What about the mothers? An analysis of maternal mortality and morbidity in perinatal health surveillance systems in Europe. BJOG. 2012 Jun;119(7):880-890.

6. Mohangoo AD, Buitendijk SE, Szamotulska K, Chalmers J, Irgens LM, Bolumar F, Nijhuis JG, Zeitlin J, the Euro-Peristat Scientific Committee. Gestational Age Patterns of Fetal and Neonatal Mortality in Europe: Results from the Euro-Peristat Project. PLoS ONE 2011.6(11):e24727.

Problems encountered 
Our assessment of the capacity of hospital discharge systems to report on severe maternal morbidity (data availability and coding classifications) and of the procedures for getting access to these data revealed that specific data collection would be extremely time consuming because of ethical authorisations and the time needed to standardise the different classification systems in place.  Costs were of concern as well because of the time of statisticians to accomplish this work in each country as well as costs for purchasing data in several countries. Because of these constraints, we decided to use data we collected in 2010 to develop more harmonised definitions of the diagnostic classifications and those used for key medical procedures. This did not impact on our capacity to report on severe maternal morbidity guidelines which are presented in Section VII and as part of deliverable n°4.  This analysis focused on key selected severe maternal morbidity indicators selected to be most relevant and feasible for the surveillance of maternal morbidity using routine databases. We analysed the classifications of diagnoses and procedures provided by SC members from each of the participating SMM study countries. We then cross-checked the comparability of these classifications across our study countries and assessed the impact on incidence of these indicators. 
Future activities 
Improving data quality standards is part of Euro-Peristat’s mission. Throughout this project, we have worked on: establishing common definitions to ensure a high level of comparability for all our indicators, promoting linkage, and developing new perinatal health indicators. 
Analyses will continue on the use of different inclusion criteria for health monitoring and more specifically on criteria used for the definition of prematurity and the comparability of gestational age data in European data systems. We have planned to further explore methods in data linkage as applied to perinatal health across countries and we will be continuing work on severe maternal morbidity.
PLEASE DO NOT FORGET TO ATTACH THE ANNEXES AS PER SECTION VII


List of deliverable(s) linked to this work package

Deliverable

	
	Title

	3
	Updated indicators list

	4
	Endorsed quality criteria

	8
	Scientific publications


Milestones reached by this WP

	
	Milestone title
	Month of achievement

	1
	Protocols for data quality and maternal morbidity established 
	3

	2
	New members identified for scientific committee
	6

	3
	Workshops on data quality at SC meetings
	 9 and 19 

	4
	Endorsement of quality guidelines
	12

	5
	Scientific publications 
	On-going M14 through 36


Specific Work packages

Work package: Monitor trends and inequalities in perinatal outcomes and care in European MS (WP6)
Work package Number: 
6
Work package Leader: TNO
Number of associated partners involved:
 5


Number of person/ days of this work package:
667
Total budget of this work package:
 308 343
Starting Date: M1 - Ending date: M36
Description of the work package

	Work progress and achievements: 

The aim was to produce data on perinatal health indicators for the year 2010, analyse the trends in health and health care between EU member states and other participating countries in 2010.  
The main deliverable for this WP is the publication of the European Perinatal Health Report: Health and care of pregnant women and babies in Europe in 2010. We had excellent participation from countries and valuable input from nearly all of our data providers and scientific committee members. While our first report on 2004 data was released in December 2008, we were successful in releasing this second report a year and a half earlier (2010 data in May 2013). The launch took place on Wednesday, May 27th, 2013 as part of our overall media strategy, described in WP2. 
The European Perinatal Health Report is the most comprehensive report on the health and care of pregnant women and babies in Europe and brings together data from 2010 from 26 European Union member states, plus Iceland, Norway and Switzerland.  In this report,  we take a new approach to health reporting. Rather than simply comparing countries on single indicators such as infant mortality, our report paints a fuller picture by presenting data about mortality, low birthweight and preterm birth alongside data about health care and maternal characteristics that can affect the outcome of pregnancy. It also illustrates differences in the ways that data are collected and explains how these can affect comparisons between countries.

This report made it possible to compare changes over time. Our first report, with data for 2004, was published in 2008. It found wide differences between the countries of Europe in indicators of perinatal health and care. Documenting these differences is important because it shows that gains are possible in most countries, provides information about alternative ways of providing care, and raises important questions about the effectiveness of national healthcare policies and the role of evidence in maternity care. This second report provided the opportunity to see whether these gains have been achieved and whether inequalities between the countries of Europe have narrowed. 

The 250-page European Perinatal Health Report is a major feat of collaboration between researchers and official statisticians in Europe. It also contains data from two other European projects: Surveillance of Cerebral Palsy in Europe (SCPE) and European Surveillance of Congenital Anomalies (EUROCAT).The EURO-PERISTAT project is co-financed by the Health Programme of the European Union’s Directorate General for Health and Consumers which also provides funding for SCPE and EUROCAT.

SOME HIGHLIGHTS OF THE REPORT WERE 

· Fetal, neonatal, and infant mortality fell across-the-board in Europe between 2004 and 2010. 

· Declines in mortality did not narrow the wide differences between European countries. Fetal mortality rates at or after 28 weeks of gestation ranged from under 2.0 per 1000 live births and stillbirths in the Czech Republic and Iceland to 4.0 or more per 1000 in France, Latvia, the region of Brussels in Belgium, and Romania. The countries of the United Kingdom also had relatively high fetal mortality rates. Neonatal mortality rates ranged from 1.2 per 1000 live births in Iceland and 1.5 per 1000 in Finland and Sweden to 4.5 per 1000 in Malta and 5.5 per 1000 in Romania  

· Preterm birth rates stayed the same or declined in many countries. Previous reports, including a new study issued by the Euro-Peristat group (see below) have found increases in overall preterm birth rates over the past 15 years. In contrast, our data for 2010 suggest that increases may have stopped in some countries. 

· Maternal deaths are rare in Europe, but under-reporting is widespread. The maternal mortality ratio (MMR) ranges from under 3 per 100 000 (in Estonia, Italy, Austria, and Poland) to over 10 per 100 000 live births (Latvia, Hungary, Slovenia, Slovakia, and Romania).  

· Some risk factors for poor perinatal outcome increased, while others decreased. Levels of risk vary greatly between countries.

· Multiple pregnancies: Multiple pregnancy rates differ widely throughout Europe, ranging from lows of 9 to 13 per 1000 women with live births or stillbirths to more than 20 per 1000. Rates rose in 20 of the 23 countries that provided data on this indicator in both time periods. Babies from multiple births are 10 times more likely than singletons to be delivered preterm and as a result have higher risks of neonatal and infant death. 

· Since 2004, the average age of women giving birth in Europe has risen, but the proportions of mothers 35 years and older vary between countries from 10.9% in Romania to 34.7% in Italy. 

· Smoking during pregnancy: Our data show a decline over time in countries for which these data were available. In many countries, however, more than 10% of women continue to smoke during pregnancy. 

· Data on maternal pre-pregnancy body mass index were collected for the first time in this report although 18 countries did not have these data. In many countries, more than 10% of pregnant women were obese, with highs in Wallonia in Belgium (13.6%), Germany (13.7%), and Scotland (20.6%).  

· Caesarean section rates increased in most countries between 2004 and 2010, with the exception of Finland and Sweden, where rates declined

· Practices related to caesarean section have not converged over time. Rates in 2010 ranged from 52.2% in Cyprus, 38.0% in Italy, 36.9% in Romania and 36.3% in Portugal to below 20% in the Netherlands, Slovenia, Finland, Sweden, Iceland, and Norway. 

· Up to 5 to 6% of births in some countries may occur after use of some form of assisted reproductive techniques (ART), although the use of the less invasive procedures is under-reported in most data systems or not reported at all. Births after in vitro fertilisation (IVF) accounted for 2 to 4% of all births. 

In order to understand the impact and utility of our second report, we invited 649 stakeholders across Europe to give us their opinions on EPHRII. 104 perinatal health leaders working in: Health ministries, health policy organizations, national statistical offices, medical schools and universities, clinics and health research centers across Europe participated in this evaluation.  Overall, stakeholders rated EPHRII very highly and they all agreed on the importance of the report for the perinatal health field; 80% stakeholders rated the report to be very useful and 70% reported using data from the report in their work. More detail on this evaluation can be found in Section VII, deliverable n°9 as part of WP3.
Problems encountered

Because of the quicker turn-around in presenting data from 2010, the EPHR 2010 Editorial board decided to disseminate results in two phases. The first phase corresponded to the release of EHPR 2010. The report was delivered in bulk on Monday May 27th, 2013 and individual addresses were issued copied of the report on Wednesday, May 29th 2013.  Errors found in the printed version of the report were corrected in the errata available from our website. We experienced delays in uploading of the detailed data tables on the website due to the difficulty of validating all data items. These detailed data are primarily used for in-depth analyses (the basic data were provided on all indicators when the report was published). Because of this delay, we provided provisional files to people requiring detailed data for research or other uses and then confirmed data when the validation process was complete. This allowed us to begin analyses of the data and use the data to inform research and policy out of network.   
If applicable, the reasons for deviations from Annex I and their impact on other tasks as well as on resource execution.

NA

If applicable explain the reasons for failing to achieve critical objectives and/or not being on schedule and explain the impact on other tasks as well as on the execution resources available.

We were successful in releasing this second report earlier (M25) than specified in Annex I of the grant agreeement (M30). This allowed us more time to disseminate our results to key stakeholders in research, public policy, the media, scientific journals and to users.




List of deliverable(s) linked to this work package

Deliverable

	
	Title

	5
	Dataset

	6
	European Perinatal Health Report (EPHR) on 2010 data


Milestones reached by this WP

	
	Milestone title
	Month of achievement

	1
	Data collection instrument and transmission system modified
	12

	2
	Data collection complete
	18

	3
	Data validation for report complete
	20

	4
	Database ready for integration in website
	24

	5
	European Perinatal Health Report
	25


Statement on the use of resources and person months

The budget for this project was largely used to cover the time of the principal investigators and scientific advisors from each of the participating institutions, research and project coordinators as well as statisticians and data managers. In addition, each of the participants used resources to cover the travel of their employees to Euro-Peristat executive board, scientific committee and site visit meetings.  Site visit meetings were used to further specific objectives requiring additional meetings with experts from partner countries. Participants also covered their own participation to the data collection exercise with expenses listed as other costs. 

The major part of the costs for participation of the network in the meeting as well as the data and publication costs during the project were covered by Inserm in its budget for other costs and sub-contracting. 
The following provides a brief statement about the costs for each other the partners and explains substantial differences with the original budget. 
INSERM

Resources spent by the coordinating partner were used to cover scientific oversight of the project by: Jennifer Zeitlin, Béatrice Blondel, Marie-Hélène Bouvier-Colle,  project management by Marie Delnord and administrative support from Nadira Chhaitli.

We originally budgeted for a statistician to work with INSERM, but two epidemiologists Anne Chantry and Mercedes Bonet-Semanas (research coordinators) were able to do the necessary statistical analysis of the data. 

As coordinating partner, INSERM incurred expenses for several meetings: Executive Board, data coordination meetings (Meeting Europeristat November 21-22 2013 Paris), and Scientific Committee meetings 1, 2, 3. In SC meeting 1, we agreed on the endorsed quality criteria and decided on our dissemination strategy for the report. In SC meeting 2, we presented preliminary results of our data collection exercise and in SC meeting 3, we discussed data analyses, dissemination of our results and future steps for the projects. Substantial costs were associated with these meetings as data providers and SC members from each member country were invited to participate. The list of our meeting expenses are detailed in Part C of our final budget. Minutes from these meetings are available in Annex A1.1-A1.18 (deliverable n°10). Travel costs and subsistence expenses associated with these meetings are detailed in Part C. 

Other expenses incurred by INSERM covered the production of the European Perinatal Health report 2010. We subcontracted the printing, editing and shipping of this report to Slickfish (see invoice n°3603) and proofreading of the report to Jo Ann Cahn (invoice n°005-2013). Emmmanuelle Delnord, was hired to provide additional assistance with editing of the report given the limited amount of time we had available to verify all our data tables.  As part of activities held for WP5, INSERM was responsible for covering any data collection expenses. As part of our dissemination activities outlined in WP2, INSERM incurred website maintenance costs and fees associated with conference registration and attendance. 

THL
THLs costs were for the participation of the experts from THL and travel and subsistence. 

THL claimed 3 140,29 € less than what was originally negotiated in the amended grant agreement due to their scientific representative, Mika Gissler, working part-time for THL  - he could not declare more than 60% of working time per day. 
Please note that Anna Heino, research coordinator for the project at THL acquired a more senior position which led to her daily rate increasing between the first and last period.
TNO
TNO’s costs covered the scientific input of its scientific and project officers as well as the research coordinator.  TNO had high costs as this partner was responsible for the data management during the project, including developing and refining the data collection tools and managing the data collection, cleaning and production of tables. 

Please note that the cost statements sent to the coordinating partner by TNO represent all costs incurred by TNO during the project period. It was not possible to make a distinction between costs which can be claimed from the commission and funds contributed by TNO. The partner does not expect to receive more money than what was agreed upon in the grant agreement. 
NRIMC
The main costs were the time of the experts from NRIMC and travel. The beneficiary spent less than what was planned for personnel. The reasons are below. 

In the proposal, we had planned to make develop data analyses using complex statistical imputation and had planned  to hire experienced internationally recognized Polish statisticians. During the study it appeared that the problem had not been of such nature to apply complex missing data analyses; therefore it was not sense to hire extra statisticians. Furthermore, while in the previous wave of Peristat I it was necessary to pay the Central Statistical Office for exporting data, in this wave of data collection, we were able to negotiate for the data for free. 

CITY UK

City University’s costs were the time of the experts from CITYU, travel and a low amount of other costs. 
City University spent less than the total amount for personnel due to a lower personnel cost than initially budgeted. 
Table 3 Planned versus actual use of resources
	
	WP1 
Project Coordination
	WP2 Dissemination
	WP3 
Evaluation
	WP4 
Integration Routine Systems
	WP5 
Building capacity
	WP6 
Monitoring Health
	Total 

	Costs
	
	
	
	
	
	
	

	Actual by WP
	115055
	120290
	94992
	137691
	206882
	308343
	983254

	In contract
	117396
	123300
	103550
	143900
	220400
	304403
	1012949

	Difference
	2341
	3010
	8558
	6209
	13518
	-3940
	29695

	
	
	
	
	
	
	
	

	Person time (days)
	
	
	
	
	
	
	

	Actual by WP
	279
	283
	221
	326
	506
	667
	2283

	In contract
	297
	314
	239
	411
	591
	728
	2580

	Difference
	18
	31
	18
	85
	85
	61
	297


In general, with the exception of Inserm and TNO the beneficiaries spent less than what was budgeted translating into a lower overall cost and fewer person days. This did not have an impact on the scientific objectives. 

Please note that this project benefits from substantial time and resource input from our scientific committee which is not recorded in this official budget. This includes participation in meetings, reading and commenting on documents, participating in working groups and phone calls. Our previous attempt to have all partners be beneficiaries (Euro-Peristat II) in order to make their contributions visible was administratively too complex. However, the total costs presented here underestimate the efforts that have been invested in the Euro-Peristat network and deliverables. 

SECTION VII ANNEXES 
Project Period M1- M36: 01/05/2011- 30/ 04 /2014

	Work package
	Annex
	Title 
	Type of document
	Technical Report

	WP1
	A1_1
	Minutes EB meeting (14/04/2011)
	Deliverable 10
	1

	WP1
	A1_2
	Minutes EB meeting (05/10/2011)
	Deliverable 10
	1

	WP1
	A1_3
	Minutes EB meeting (17/04/2011)
	Deliverable 10
	1

	WP1
	A1_4
	Minutes EB meeting (27/09/12)
	Deliverable 10
	2

	WP1
	A1_5
	Minutes EB meeting (08/02/2013)
	Deliverable 10
	2

	WP1
	A1_6
	Minutes EB meeting (08/11/2012)
	Deliverable 10
	2

	WP1
	A1_7
	Minutes EB meeting (08/02/2013)
	Deliverable 10
	2

	WP1
	A1_8
	Minutes EB meeting (15/10/2013)
	Deliverable 10
	3

	WP1
	A1_9
	Minutes Beneficiaries meeting (21/01/2014/)
	Deliverable 10
	3

	WP1
	A1_10
	Minutes SC meeting 1 (12-14/01/2012)
	Deliverable 10
	1

	WP1
	A1_11
	Minutes SC meeting 2 (07/11/2012)
	Deliverable 10
	2

	WP1
	A1_12
	Minutes SC meeting 3 (29/05/2013)
	Deliverable 10
	3

	WP1
	A1_13
	Meeting with EUROCAT (08/03/2012)
	Deliverable 10
	1

	WP1
	A1_14
	Meeting with DG-SANCO (26/03/2012)
	Deliverable 10
	1

	WP1
	A1_15
	Meeting with PREBIC (22/05/2014)
	Deliverable 10
	3

	WP1
	A1_16
	Meetings with EUROSTAT (29/08/2011 & 13/03/2014)
	Deliverable 10
	1,3

	WP1
	A1_17
	Technical report #1 (30/06/2012)
	Deliverable 10
	1

	WP1
	A1_18
	Technical report #2 (30/06/2013)
	Deliverable 10
	2

	WP1
	A1_19
	Amendment n°1
	
	2

	WP1
	A1_20
	Amended Budget n°1
	
	2

	WP2
	A2_1
	Dissemination plan
	Milestone 3
	1

	WP2
	A2_2
	Leaflet
	Deliverable 7
	1

	WP2
	A2_3
	Poster
	
	1

	WP2
	A2_3
	Project presentation
	
	1

	WP2
	A2_4
	Project website
	Deliverable 7
	1

	WP2
	A2_5.1
	International press releases
	
	3

	WP2
	A2_5.2
	French press release
	
	3

	WP2
	A2_5.3
	UK press release
	
	3

	WP2
	A2_6
	Key press clippings
	
	3

	WP3
	A3_1
	Evaluation plan
	Milestone 1
	1

	WP3
	A3_2
	Web evaluation of EPHR
	Deliverable 9
	3

	WP3
	A3_3
	Evaluation of Euro-Peristat by external panel
	Deliverable 9
	3

	WP4
	A4_1
	Report for integration of indicators into ECHIM and Eurostat
	Deliverable 1
	3

	WP4
	A4_2
	Established European perinatal health system (mission statement)
	Deliverable 2
	3

	WP5
	A5_1
	Updated Indicator list
	Deliverable 3
	1

	WP5
	A5_2.1
	Endorsed Quality criteria
	Deliverable 4
	1

	WP5
	A5_2.2
	Guidelines for collecting Severe Maternal Morbidity indicators
	Objective 3
	3

	WP5
	A5_2.3
	Recommendations for record linkage
	Objective 3
	3

	WP5
	A5_2.4
	Protocol for analysis of socio-economic indicators
	Objective 3
	3

	WP5
	A5_3
	Scientific Publications
	Deliverable 8
	2,3

	WP6
	A6_1
	Dataset 
	Deliverable 5
	2

	WP6
	A6_2
	EPHR 2010
	Deliverable 6
	3


The deliverables should be ordered following the deliverable table and presented as pdf files to be uploaded on the EAHC database

Deliverables:

	Deliverable #
	Title
	Description

	1
	Report for integration of indicators into ECHIM and EUROSTAT
	Report on the legal and technical basis for integrating EURO-PERISTAT indicators into ECHIM and EUROSTAT, including descriptions of the proposed institutional management strategy and the contact point for each MS 

	2
	Established European perinatal information system
	High quality, innovative and internationally recognised information system on European perinatal health, with legal existence and clear governance/functioning rules endorsed by participating countries

	3
	Updated indicators list
	An updated EURO-PERISTAT indicators list, revised to reflect changing priorities and health trends for the period 2010-2015

	4
	Endorsed quality criteria
	Endorsed quality criteria and guidelines for improving perinatal health statistics, including guidelines for producing indicators of maternal morbidity from hospital discharge data in Europe

	5
	Dataset
	A dataset including all core and recommended perinatal health indicators in at least 27 EU Member States and Norway for the year 2010

	6
	European Perinatal Health Report (EPHR) on 2010 data
	A European Perinatal Health Report (EPHR) monitoring trends and inequalities in perinatal health and care in the Eu over the past decade

	7
	Project website, including promotional leaflet
	A website featuring customised downloadable tables on perinatal health indicators for 2010 and other project documents ( contact information, promotional leaflet, interpretive reports and a laymen's version of the project report

	8
	Scientific publications
	Scientific publications ( at least 6, starting in Month 14) on perinatal health and care in Europe, of which at least 2 will focus on geographic and social inequalities

	9
	Evaluation reports and report on the web-based evaluation
	a) Evaluation report based on assessments by an independent panel of policy makers, clinicians and health researchers  b) Results of a web survey oh stakeholders evaluating the EPHR (M34) NOTE: Web survey results are public, evaluations are confidential.

	10
	Interim and final report and minutes of meetings
	Interim and Final reports to the Commission including minutes of Executive Board and Steering Committee meetings Note: Minutes & Report annexes are confidential, reports are public.


Publication list produced during the reporting period. Please include copies of the articles as pdf files.
Graphs, tables, figures and other illustrations (when appropriate), in case of photographs, please request the authorisation to be published in the project and EAHC website and database

Don’t forget to annex copies of any publications, products or other relevant outputs or deliverables of the project as well as the administrative annexes such as minutes of meetings, attendance lists etc
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