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Preface

This report sets out the results of a study – commissioned by the UK Clinical Research Collaboration –
that aimed to characterise the pregnancy-research landscape in the UK, assess the level of funding for
pregnancy research in the UK, and understand the extent to which funded research addresses the research
priorities identified by stakeholders. This data and methods report sets out the methods used for the
study, and presents in detail the results of the study and the data it produced. It is accompanied by a
policy report that focuses on presenting the key policy-relevant messages emerging from the work. This
report is likely to be of interest to research funders and those working in research related to pregnancy.

For more information about this report, or RAND Europe, please contact:
Dr Susan Guthrie
RAND Europe, Westbrook Centre,
Milton Road
Cambridge CB4 1YG
+44 (1223) 353329
sguthrie@rand.org
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1. Introduction

1.1. Context and aims
It is essential to base decisions about research investment on the best available evidence, particularly when
funding comes from a limited public purse. However, assessing priorities in health research can be
challenging given the need to balance multiple factors, including societal needs, research capacity and
potential return on investment. Understanding societal needs ideally involves gathering views from
stakeholders with varying interests, experiences and expertise. Meanwhile, research outcomes and impacts
can be unpredictable, creating uncertainty about the level of, and time frame for, return on research
investment. Despite these challenges, clear, systematic processes for priority-setting can help ensure that
funded health research has potential for impact, meets needs, and that resources are used fairly and
efficiently.
Regarding pregnancy-related health, there is mounting evidence that more research is needed to improve
outcomes for women and babies. Recent policies have emphasised the need to improve pregnancy care,
while noting a lack of research in key areas, including pre-conception interventions, screening tests,
pregnancy treatments and models for perinatal care.1 MBRRACE-UK (Mothers and Babies: Reducing
Risk through Audits and Confidential Enquiries across the UK) has highlighted slow progress in reducing
rates of extended perinatal mortality with more research needed. The issue is not new; a 2009 review
concluded that UK maternal and perinatal health research is underfunded compared to other conditions,
with the UK devoting a lower proportion of funding than other English-speaking countries.2
In 2014, the Chief Medical Officer recommended a review of research needs and expenditure in
pregnancy in the UK.3 The objective of this study was to deliver that review, and generate a sound
evidence base on UK pregnancy research needs and priorities, and how that compares to the current
funding landscape.

1

Policies such as NHS England’s National Maternity Review (2016), the Strategic Vision for Maternity Services in
Wales (Welsh Government 2011), the Scottish five-year plan The Best Start (Scottish Government 2017), Northern
Ireland’s Strategy for Maternity Care (Department of Health, Social Services and Public Safety 2012) and NIHR’s
Better Beginnings (NIHR 2017).

2

Fisk and Atun (2009).

3

Chief Medical Officer (2015).
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The main research questions of this study were:
1. What is the current level of spend on pregnancy research in the UK?
2. What is currently funded, in terms of type of research and topic?
3. How does the current pregnancy research spend in the UK compare to other health research
areas?
4. What are the main priorities for future pregnancy research in the UK?

1.2. Structure and purpose of this report
This report sets out in detail the methods used to address the four research questions outlined above, and
the results and data produced through these research activities. A separate accompanying report sets out
the policy implications of this research and analysis. The remainder of this report is structured as follows:
Chapter 2: Methods – sets out our methods in detail, including limitations and caveats.
Chapter 3: Task A results: Funding analysis – details results from the analysis of data on funded
projects in pregnancy research.
Chapter 4: Task B results: Contextualisation of research spend – sets out results from our analysis
of spend on research compared to costs of pregnancy, and other comparators.
Chapter 5: Task C results: Prioritisation exercise – includes results from the prioritisation
exercise.
In addition, the full content of the research tools used – for example the survey questions and agendas for
the workshops – are provided as annexes. An extensive set of data tables covering elements of the
prioritisation exercise are also provided in the annexes.

2
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2. Methods

Our study approach consisted of three tasks – A, B and C – as illustrated in Figure 1.
For the purposes of all the tasks in this study, we took a broad definition of pregnancy to encompass not
just the period of being pregnant and giving birth, but also spanning conception, contraception, the
antenatal period and postnatal outcomes and experiences linked to the process of being pregnant and
giving birth, for both women and their families. We also took a broad scope in terms of what is classified
as pregnancy research, covering all topics, disciplines and research approaches in which the ultimate aim
of the research is to improve outcomes for pregnant women or women trying to become pregnant, and
their families.
Figure 1: Overview of study approach

Task A was focused on mapping funded research related to pregnancy in the UK. We identified
pregnancy-related research by searching existing databases and requesting data from funders. We then
screened these data, looking at award titles and abstracts, to remove irrelevant funding awards and classify
awards that were relevant based on their topic, funder, research approach, funding type, and the stage of
pregnancy they address.
Task B aimed to contextualise the amount of funding allocated to pregnancy research, both against the
costs and burden of pregnancy as a health condition, and against the amount invested in other areas of
research compared to their costs.
3
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Task C was a prioritisation exercise spanning the whole of pregnancy research, and was intended to
provide a picture of the key topics of importance to different stakeholders, including researchers,
healthcare professionals, charities, funders and members of the public.
The remainder of this chapter sets out the methods used for Tasks A, B and C in detail, followed by
discussion of caveats and limitations of the analysis.

2.1. Task A: Funding analysis
The aim of Task A was to produce an overall picture of the current UK pregnancy research funding
landscape by mapping research funding activity over a period of five years (2013 to 2017).4 This enabled
us to understand the current funding picture and thus facilitate decision-making on future investment
relative to research priorities. The main research questions relating to this task were:


What is the current level of spend on pregnancy research in the UK?



What is this being spent on, in terms of type of research and topic?

Task A was conducted in a format similar to a systematic review – databases were systematically searched
to generate a list of research projects funded by UK funders. This list was then manually screened,
classified and analysed.

2.1.1. Data collection
Identification of relevant datasets and funders
Relevant datasets and a list of relevant funders were identified based on information from the study’s
initial project specification and inputs from the study team, the UKCRC steering group and the study’s
expert advisory group. The initial list of funders was developed using an approach that aimed to be as
inclusive as possible. We sought to include funders identified in at least one of the following ways:


Funders covered in the UK Clinical Research Collaboration (UKCRC) Health Research Analysis
database (2014) (UKCRC 2014).



Funders in the UK Research and Innovation (UKRI) ‘Gateway to Research’ database of UK
public funders (UKRI 2019).



Other UK public research funders identified in consultation with the UKCRC steering group.



Relevant UKCRC partners and related organisations.5



Relevant charity funders recommended by the Association of Medical Research Charities.



Funders with relevant research projects identified in the 360Giving GrantNav database
(Grantnav homepage 2019).

4

The data collection started in early 2019. At this time, data for 2018 were incomplete and therefore not included.

5

For example, The Academy of Medical Sciences is a partner; we have also included analogous organisations in
other disciplines, including the Royal Society, the Royal Academy of Engineering and the British Academy.

4
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Industry funders, where data are available through a search of the International Standard
Randomised Controlled Trial Number (ISRCTN) Registry of clinical trials (ISRCTN registry
homepage 2019).



European Commission, using the Community Research and Development Information Service
database (CORDIS 2019).

Approach for gathering data
Funding information was gathered, where possible, from openly available databases and datasets. Funders
whose data were not included in those databases were contacted directly. We obtained data for ten
funders through publicly available sources. We contacted a further 37 public funders, charities, trusts and
other organisations to request the provision of data relevant to this project, of which nine funders
provided data.6 Additional public and charitable funders that were neither covered in publicly available
sources nor provided by the funders themselves were obtained from the 2014 UKCRC Health Research
Analysis datasets 2014 and 2018 (a total of 13 funders).7 Table 1 provides an overview of the funders
included in our analysis and the associated data source. Appendix Section A.1 lists all the funders who
were approached.
For industry research, information was gathered from the UK’s ISRCTN Registry of clinical trials,
supplemented with data provided by members of the Association of the British Pharmaceutical Industry
(ABPI).8 However, as funding data were not available in the ISRCTN Registry, analyses were constrained
to identifying the level of activity across different areas. Available data in the ISRCTN Registry include an
abstract detailing the background of the clinical trial and its aims, condition categories, study design, trial
setting and type, intervention to be studied, outcome measures, trial start and end date, organisations
involved in the clinical trial, countries of recruitment, sponsor information and funder information.

6

Two organisations approached (National Childbirth Trust (NCT), Miscarriage Association) indicated that they did
not fund any relevant research between 2013 and 2017. Four organisations approached (The Academy of Medical
Sciences, Guy’s and St Thomas’ Charity, Medical Research Scotland and the Health Foundation) referred us to
publicly available data.

7

The UKCRC Health Research Analyses are national analyses that aim to provide an overview of health research
activity in the UK funded by the largest public and non-public funders. The data are classified using a health
research classification system developed for the analyses. The analyses consider projects active in a particular year: the
2014 data include projects that were active in 2014, and the 2018 data projects that were active in 2018 (UKCRC
2014). Note that we did not have access to the full dataset for 2018, as it was still in production at the time of
analysis; however the data that was coded under HRCS Reproductive Health code only was provided by the funder
via AMRC and was included in this analysis. For the 2014 data we analysed all awards included in the dataset.
8

The ABPI is a UKCRC partner, and ABPI member companies were asked three questions: Do you conduct
research specifically intending to address pregnancy-related conditions or outcomes in the UK (or elsewhere)?; Do
you conduct research on wider issues but which includes pregnant women within the study in the UK (or
elsewhere)?; If you do conduct research on either of the above, would you be able to provide more information on
the specific focus and scope of the study (ideally including the cost of the research, but other measures such as
number of individuals recruited, number of sites, or relative spend on pregnancy-related research would also be
useful)? Responses from three companies were received, one provided specific data on research topics and spend.
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Table 1: Summary of funders included in the analysis.9
Funder

Source

Public funders
Arts and Humanities Research Council (AHRC)

UKRI Gateway to Research

Biotechnology and Biological Sciences Research Council

UKRI Gateway to Research

(BBSRC)
Chief Scientist Office (CSO) Scotland

Provided by the funder

Department of Health and Social Care (England)10

UKCRC Health Research Analysis dataset 201411,12

Engineering and Physical Sciences Research Council

UKRI Gateway to Research

(EPSRC)
Economic and Social Research Council (ESRC)

UKRI Gateway to Research

European Commission

CORDIS

Health and Care Research Wales

UKCRC Health Research Analysis dataset 2014 and
provided by the funder

Health and Social Care Research and Development (HSC

UKCRC Health Research Analysis dataset 2014

R&D) Division of Public Health Agency, Northern Ireland
Innovate UK

UKRI Gateway to Research

Medical Research Council (MRC)

UKRI Gateway to Research

National Centre for the 3 Rs (NC3Rs)

UKRI Gateway to Research

Natural Environment Research Council (NERC)

UKRI Gateway to Research

National Institute for Health Research (NIHR)

Provided by the funder

Science and Technology Facilities Council (STFC)

UKRI Gateway to Research

Non-public funders
Action Medical Research for Children

UKCRC Health Research Analysis dataset 2014 and
2018 (the data that was coded under HRCS
Reproductive Health code was provided by the
funder via AMRC)

Arthritis Research UK

UKCRC Health Research Analysis dataset 2014

Birth Companions

Provided by the funder

Bliss

Provided by the funder

9

Funders where data were obtained, but no award met our inclusion/exclusion criteria (see Table 3 in Section
2.1.2), are in italics.
10

Other Department of Health and Social Care funding is covered in the NIHR datasets.
UKCRC (2019).
12
UKCRC Health Research Analysis data only includes data from awards that were active in 2014.
11
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Funder

Source

British Academy

Provided by the funder

British Heart Foundation

UKCRC Health Research Analysis dataset 2014

Cancer Research UK

UKCRC Health Research Analysis dataset 2014

Children with Cancer UK

UKCRC Health Research Analysis dataset 2014

Diabetes UK

UKCRC Health Research Analysis dataset 2014

Epilepsy Research UK

UKCRC Health Research Analysis dataset 2014

Great Ormond Street Hospital Children’s Charity

UKCRC Health Research Analysis dataset 2014 and
2018 (the data that was coded under HRCS
Reproductive Health code was provided by the
funder via AMRC)

Guy’s and St Thomas’ Charity

360Giving GrantNav

Industry funders

ISRCTN Registry

Medical Research Scotland

Medical Research Scotland website13

Meningitis Research Foundation

UKCRC Health Research Analysis dataset 2014

Sands

Provided by the funder

Sparks

UKCRC Health Research Analysis dataset 2014 and
2018 (the data that was coded under HRCS
Reproductive Health code was provided by the
funder via AMRC)

The Academy of Medical Sciences

Europe PubMed Central (PMC)14

The Big Lottery Fund

360Giving GrantNav

The Health Foundation

The Health Foundation website15 and provided by
the funder

The Wellcome Trust

360Giving GrantNav

Tommy’s

Provided by the funder

Wellbeing of Women

Provided by the funder

Search approach
Due to differences across the various databases and datasets considered for this study, we used different
approaches to identify relevant awards for further analysis, which are described in further detail below.

13

Medical Research Scotland (2019).

14

Europe PMC (2019).

15

The Health Foundation (2019).
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UKRI Gateway to Research, CORDIS, 360Giving GrantNav, Medical Research Scotland and Europe
PMC

We developed a search string (Table 2) for use in the UKRI Gateway to Research and the 360Giving
GrantNav databases. This search string was adapted for searches in the Medical Research Scotland,
CORDIS and Europe PMC databases.16
Table 2: Search string
pregnan* OR reproduc* OR contracept* OR "assisted reproductive technology" OR fertil* OR obstetric* OR
midwife* OR midwives OR "pre-conception" OR preconception OR *partum OR *natal OR fetal OR foetal OR
foetus OR fetus OR miscarriage OR abortion OR preterm OR "pre-term" OR stillbirth OR birth OR childbirth OR
matern* OR mother* OR mum OR mom OR father* OR dad OR "family planning" OR parents OR parental OR
parent OR placenta* OR prematur* OR trophoblast* OR decidua OR endometri* OR "breast-feed*" OR
breastfeed* OR "breast feed*" OR "breast-fed" OR breastfed OR "breast fed" OR newborn OR "new-born" OR
"new born"

We aimed to keep the search string as simple as possible, but still allow for as many items to be picked up.
For this purpose, we did not include terms such as ‘termination of pregnancy’, ‘foetal anomalies’, ‘in-vitro
fertilisation’, etc. as these would be picked up by the terms ‘pregnan*’, ‘fetal’/‘foetal’ and ‘fertil*’.
Similarly, while we intended to include studies focusing on specific conditions (e.g. mental health,
obesity) in pregnancy, we did not include terms such as ‘mental health’, ‘depression’, ‘suicide’, ‘obesity’,
‘diabetes’, etc. in the search string, as these would return many non-pregnancy-related results. Any studies
on such topics classified as relevant would almost certainly include another one of the search terms, such
as ‘pregnancy’, ‘*partum’ or ‘*natal’.
Awards were considered for further inclusion if the project had a start date during 2013–2017. This refers
to the date at which the award started, rather than the date that the award was made, for consistency.
ISRCTN

ISRCTN clinical trial data were considered for further inclusion if all the following applied:


ISRCTN condition category: Pregnancy and Childbirth.



Overall trial start: during 2013–2017.



Recruitment country: United Kingdom.

UKCRC Health Research Analysis datasets 2014 and 2018

Awards from the UKCRC Health Research Analysis datasets were considered for further inclusion if all of
the following applied:


Project start: during 2013–2017.

16

For example, as some databases do not allow searches with asterisks, ‘OR’ searches, etc., we searched for individual
terms instead and then removed any duplicates.
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For HRA 2014 dataset: Health Category ‘Reproductive Health and Childbirth’ OR title and/or
abstract includes any of the search terms set out in Table 2.



For HRA 2018 dataset: Health Category ‘Reproductive Health and Childbirth’.

Data provided by funders approached

When we approached funders directly, we requested that they query their database(s) using the search
terms listed above (Table 2), where possible, and filter by project start date (2013–2017).

2.1.2. Data categorisation
Funding data collected were transferred into an Excel sheet for further analysis. Titles and abstracts of
awards17 were screened against the inclusion and exclusion criteria defined in consultation with the
UKCRC steering group (Table 3).
Table 3: Inclusion and exclusion criteria
Include

Exclude

Year



Research start date during 2013–2017



Research starting before 2013 or after 2017

Country



Research funded by UK funders and the



Research with settings outside the UK and no
relevance to the UK18

European Commission


Research with an explicit UK focus/setting or
research relevant to the UK



For clinical trials data, only studies recruiting
in the UK and/or funded by UK
organisations


Funder



Public funders

type



Charitable/not-for-profit funders



Local NHS funders (e.g. individual CCGs or
Trusts), as there is not a central database
covering all these types of research activities,

19

Industry (where available)

and it was beyond the scope of the study to
contact them all individually20
Research
type





Any type of research (e.g. fundamental

Research focusing exclusively on the

underpinning research, translational science

development of an intervention, before it is

descriptive, pre-clinical, clinical, experiential,

specified for use in a pregnancy-related

clinical trial, evaluation, health services

context

research, social and behavioural, policy



Discovery research focusing on pregnancy

17

Only titles of ISRCTN clinical trial data were screened, as abstracts could not be extracted. European Commission
data were also only screened on title basis as a more detailed analysis was outside the scope of this study. Data on
research supported by NIHR infrastructure were also only screened on title basis as no abstracts were available.
18

Research with settings outside the UK and no relevance to the UK were not excluded in our data extraction sheet,
but these studies were neither categorised nor included in our analyses reported here.
19

Industry funding data are incomplete as there is no publicly available central database covering industry research
and development (R&D) and research funding activity.
20

In the NIHR infrastructure data (see Section 3.3.1) and NIHR CRNCC data (see Section 3.3) a few awards were
(co)funded by hospitals/Trusts. We did not exclude these awards.
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Include

Exclude

research, qualitative research, quantitative

outcomes in/for animals

research, implementation science, service
delivery)
Research





All different types of research funding,

funding

including: research projects, programmes,

type

fellowships, infrastructure and capacity

Non-research projects (e.g. community
projects)



Funding for the delivery of conferences,
workshops, seminars, etc.

building, etc.


Spend on national audit/surveillance (unless
the data from a national audit/surveillance
are used for secondary analysis in a research
project)



Research



Any stage of pregnancy

focus



Assisted reproductive technology



Infertility



Family (e.g. mothers, fathers, partners in

relation to pregnancy)


Preconception



Contraception, where it relates to future

Contraception where the primary aim is to
prevent pregnancy and there is no link to
future pregnancy outcomes

transition to parenthood)


Neonatal care delivered to the baby only (no



Historical studies where there is no clear link
to the present and/or future

pregnancy outcomes


Termination, where it relates to subsequent
pregnancy outcomes



Follow up of events/outcomes related to
pregnancy, e.g. postnatal care for women
and their families up to 12 months



Public health, e.g. where it specifically
focuses on women being fit for pregnancy, or
healthy behaviours during pregnancy

Any award/clinical trial identified as relevant for inclusion was categorised using a classification matrix
developed in consultation with the UKCRC steering group and the expert advisory group of this study.
An initial classification matrix was developed at inception stage and further refined during the screening
process to accommodate the identified studies.21
Table 4 provides the final classification matrix.

21

Refinements include: the distinction between observational research and epidemiological research was not always
clear, and were therefore merged to ‘Observational research’; ‘Applied research and development’, ‘Social science
research’, ‘Humanities’ and ‘Legal studies’ were added as research types; ‘Pre-conception’ was changed to ‘Prepregnancy’ and ‘Postnatal’ to ‘Post-pregnancy’; the subtopic ‘Discovery science’ was added under the Topic heading
to accommodate any discovery science studies to which none of the other subtopics applied.
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Table 4: Classification matrix22
Heading
Host institution sector

Funder sector

Award type

Geographical coverage 24

Research type

22

Categories and subcategories


Academic



Charity or not-for-profit



Government or public research



Hospital or Trust



Industry or private research



Other



Unclear



Academic



Charity/Foundation



Government or public



Hospital or Trust



Industry or private



Other



Unclear



Clinical trial23



Project grant



Programme grant



Scholarship or fellowship



Other



Unclear



UK



Other: [name(s) of the country]



Unclear/None



Applied research and development



Clinical trial25



Discovery science



Economic analysis



Health services research



Humanities



Legal studies



Observational clinical research26



Public health research



Policy research

Within each heading, awards/clinical trials may be categorised under multiple categories and subcategories.

23

This category was only used for classifying clinical trial data obtained from the ISRCTN Registry, as no other
funding-type information was provided in the registry.
24

Here, ‘UK’ includes research of relevance to the UK or any region within the UK, while ‘Other’ refers to any
research focused on a region outside the UK without direct relevance for the UK.
25

All phases of clinical trials.

26

Including epidemiological research.
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Heading

Stage of pregnancy

Topic

Categories and subcategories


Review or meta-analysis



Social science research



Other



Unclear



Pre-pregnancy



Pregnancy



Labour and Birth



Post-pregnancy



General



Unclear

Context


Behaviour

(e.g.

Diet

and

nutrition;

Exercise;

Substance

misuse

(alcohol/drugs); Smoking; Healthy lifestyle; Sleeping practices)


Breastfeeding



Comorbidities (e.g. Mental health/illness; Obesity; Diabetes; HIV)



Conception and family planning (e.g. Contraception use; Termination
history; Infertility; Conception via assisted reproductive therapy; Problems in
conceiving; Partner behaviour; Early menopause)



Demographics (e.g. Age; Ethnicities; Migrants; Religion; Socioeconomic
status; Vulnerable Groups)



Environment (e.g. Violence; Family and social support; Poverty; Social
exclusion; Pollution)



Ethics (e.g. Assisted reproduction; Abortion; Gene editing; Involving
pregnant women in research; Genetic screening)



Previous pregnancy experience (e.g. Prior caesarean sections; History of
miscarriage; Prior stillbirth; Prior fetal abnormalities; Prior multiple
pregnancy)



Use of medication



Other

Fundamental underpinning research


General fundamental underpinning research study27

Establishment of pregnancy


Assisted reproduction



Egg donation



Embryo development



Fetal physiology



Implantation



Maternal adaptations



Placental development and function

27

This includes any award for a fundamental underpinning research study that does not have any particular context,
or does not focus on any particular pregnancy-related condition, birth/pregnancy outcome, treatment, provision and
quality of care, etc.
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Heading

Categories and subcategories


Other

Pregnancy-related conditions


Diabetes in pregnancy



Early pregnancy bleeding



Fetal abnormality and growth



Haemorrhage



High blood pressure



Hyperemesis and nausea



Hypoxia



Infections



Intrahepatic cholestasis



Mental health during pregnancy



Multiple pregnancy



Pathological pregnancy



Pelvic floor dysfunction



Placental dysfunction



Pulmonary embolism



Pre-eclampsia



Pregnancy-related weight gain



Renal injury and function



Vascular diseases of pregnancy



Other

Provision and quality of care


Education/awareness-raising for women and families



Models of care



Provision of care



Quality improvement



Screening, diagnostics and prognostics



Specific types of care (e.g. Fetal health monitoring; Maternity unit safety;
Birth preferences; Breastfeeding support; Physiotherapy; Mental health
support; Parenting support; Midwifery care; Neonatal monitoring)



Strategy/guidelines



Training of healthcare professionals



Other

Treatment


Drug treatment



Other treatment (e.g. Acupuncture; Pessary)

Birth/pregnancy outcomes


C-section



Ectopic pregnancy



Emergency delivery



Induction of labour



Infections



Instrumental delivery



Low birthweight

13

RAND Europe

Heading

Categories and subcategories


Maternal satisfaction



Perineal tears



Planned delivery



Postnatal/perinatal depression



Preterm labour



Preterm birth



Pregnancy loss/miscarriage



Stillbirth



Other

Wider outcomes


Child health



Family outcomes



Health system outcomes (including costs)



Maternal mental health



Maternal physical health



Neonatal outcomes28



Partner outcomes



Wider social outcomes



Other

Prior to analysis, all funding values were updated to 2018 values based on the latest GDP deflators from
HM Treasury.29
European Commission data were not classified as this was beyond the scope of this study. These data were
screened for inclusion/exclusion to provide a broad overview of European Commission funding activity in
the UK, but were not included in the core analysis.
Awards were primarily single-screened for inclusion/exclusion and categorised by one researcher (BL, MA,
or SP). A set of 50 awards was double-screened by the research team at the start of the screening and
categorisation process in order to ensure a consistent approach across researchers. A further set of 200
awards was double-screened at a later stage in the screening and categorisation process: this additional
double-screening was used to identify any potential additional inconsistencies across researchers and to
refine some of the subcategories in the classification matrix.

2.1.3. Data analysis
While we followed the same approach to analyse funding activity across all datasets, we conducted the
analyses of some datasets separately due to the nature of the data:

28

This category combines different neonatal outcomes (e.g. diseases, birth defects, conditions) as well as anything
related to neonatal health.

29

HM Treasury (2014).
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Research supported by NIHR infrastructure: The NIHR provided data on infrastructure
support and facilities. These funding data included research supported by and conducted through
NIHR infrastructure (such as Biomedical Research Centres (BRCs) and Collaborations for
Leadership in Applied Health Research & Care (CLAHRCs)) that also received funding from a
variety of external funding organisations, and in some cases by the BRC/CLAHRC themselves.
We conducted the classification of NIHR infrastructure support as well as further analyses
separately, and by number of projects only, as exact values of funding contributions from NIHR
for projects were not available. We were able to seek values for the whole funding award to each
BRC or CLAHRC; however, it is not clear what proportion of this funding is focused on
pregnancy research.



NIHR Clinical Research Network Coordinating Centre (CRNCC) activities: The CRNCC
coordinates and oversees 15 Local Clinical Research Networks (LCRN) across England. CRNCC
data provided by the NIHR shows the projects conducted through LCRNs, for which the core
funding for the work will have come from external funders (e.g. charities, hospitals and Trusts,
the European Commission, industry). We did not include these data in the overall analyses as
these data were mostly duplicates of existing data, and the external funding data are not provided
in this dataset. However, we have analysed the projects supported in this way, looking at number
of projects (rather than funding values). In addition, NIHR provided an overall estimate of spend
across the projects identified as relevant – this information is reported, but is not included in the
core analysis.



Industry funding activity: We conducted a separate analysis of industry for a few specific
reasons: (1) the UKCRC was specifically interested in such an analysis of industry funding
activity; (2) there is no central database to capture industry funding (as compared to public
funding activity), and it was outside the scope to approach all possible industry funders
separately; (3) industry funding activity was mainly obtained from ISRCTN and NIHR CRNCC
data, which do not include any funding values. Although there are some data on industry funding
within the NIHR Infrastructure dataset, this is a very limited number of awards, so we have not
included an analysis of funding amounts for industry. Rather, we present an analysis by number
of awards, which is provided separately to the analysis of publicly and charitably funded research.
The separate industry funding analysis includes all industry funding activity across the datasets
analysed.



European Commission data: As noted above, European Commission data were only screened
on title basis, and we did not categorise these data. The analysis of European Commission
funding activity was therefore restricted to an overall estimate of relevant European Commission
funding to projects that include organisations based in the UK. Note that much of this funding
will be to institutions outside the UK, as breakdowns within research consortia are not provided.

Frequency analyses
We used frequency analyses for both funding values and numbers of projects to describe pregnancy
research funding. Prior to the analysis, all funding values were updated to 2018 values based on the latest
15
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GDP deflators from HM Treasury.30 Funding activity was broken down by the following classification
matrix headings and categories (Table 4):


Host institution sector



Funder sector



Award type



Research type



Stage of pregnancy



Topic:
o

Context

o

Establishment of pregnancy

o

Pregnancy-related conditions

o

Provision and quality of care

o

Treatment

o

Birth/pregnancy outcomes

o

Wider outcomes

Frequency analyses were not performed for European Commission data.

2.1.4. Caveats and limitations
There are some caveats that should be kept in mind when interpreting the Task A findings and cross
analyses presented in this report:


As highlighted in Section 2.1.2, funding data were primarily single-screened and categorised by
one researcher. Differences in the categorisation of the data can therefore not be ruled out. To
mitigate against any inconsistencies across researchers, the research team double-screened and
categorised 50 awards at the start of the screening and categorisation process, as well as a set of
200 awards at a later stage in the process. Based on these double-screenings, we refined some
categories to improve consistency and reduce the number of categories and overlap across
categories.



Related to the above, some subjective judgements had to be made during inclusion and exclusion
screening, and in making decisions about e.g. whether or not to include studies that were
primarily history research. Where there was uncertainty, our expert advisory group and the
UKCRC steering group were consulted. Overall, the fundamental question for deciding whether
a study should be included or excluded was that if a study’s historical research has a direct
relevance to the present and if the aim was to improve pregnancies in the present/future, then it
would be included. If a historical study did not have any direct relevance in that it aims to
improve pregnancy, it was excluded.



We tried to cover as many funders as possible, but some were beyond the scope of this study. For
example, local NHS funders (e.g. individual clinical commissioning groups (CCGs)) were not

30

HM Treasury (2014).
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included as there is no central public database covering all these types of research activities, and it
was beyond the scope of the study to contact them all individually. Similarly, it was beyond the
scope to cover any international funders (other than the European Commission) who funded
research in the UK.


The majority of screened awards had exact funding amounts, but some of the awards analysed
only had approximates or estimates:
o

Wellcome did not provide funding values of each vacation scholarship and PhD
scholarship. We used the approximate amount provided by Wellcome for these types of
awards (vacation scholarships: £2,000; PhD scholarships: £800,000).

o

Similarly, Medical Research Scotland was unable to give funding values of each vacation
scholarship, but provided a range (£1,500–2,000). We used £1,750 for these types of
awards.



Some datasets were incomplete:
o

Birth Companions only provided figures for the overall value of their relevant funding
annually, and the data set provided only covered the years 2015, 2016 and 2017. As
these data did not include any additional information about the funded research, we
categorised this funding activity based on information found on the charity’s website
about its areas of focus, such as maternal physical and mental health, health services
research and support for vulnerable groups.31

o

Guy’s and St Thomas’ Charity funding data (obtained from 360Giving GrantNav) did
not include project start dates, only award dates. In this case, the award date was used in
place of the start date to determine eligibility for inclusion. Awards were included in our
analyses if the award date was within the date range of interest (2013–2017).

o

Health Foundation funding activity was manually extracted from the Health
Foundation’s website. Available information included project titles and descriptions, but
only limited information about project start and end dates and funding values.



We had to rely on information in titles and abstracts – sometimes abstracts were missing, or it
was difficult to tell how much large or multi-part studies focused on pregnancy issues, relative to
other topics. In all cases, we attempted to make consistent decisions – being neither fully
inclusive nor fully exclusive. Nonetheless, some projects inevitably fall in a grey area between
what may or may not be considered pregnancy research, depending on one’s perspective.



The UKCRC Health Research Analysis datasets only include health research awards that were
active in 2014. Data on awards made by funders for which we relied on these datasets (see Table
1 in Section 2.1.1 for full lists) are therefore restricted to research that was active in 2014 and
2018, and may not cover all funding activities within the time frame of interest to this study
(2013–2017). Some additional data for specific funders from the 2018 HRA dataset were also
provided with the funders’ permission, as the full dataset had not been published at the time of
analysis.

31

Birth Companions (2019).
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2.2. Task B: Contextualisation of research spend
The aim of Task B was to gain a better understanding of the landscape that pregnancy and pregnancy
research sits in, in the context of the UK from 2013 to 2017. The main research question relating to this
task was:


How does the current pregnancy research spend in the UK compare to other health research
areas?

In order to answer this research question, the following were considered:


Health needs surrounding pregnancy:
o

The number of maternities,32 births and disability-adjusted life years (DALYs)33 resulting
from pregnancy and pregnancy-related conditions.



Health spend surrounding pregnancy:
o



NHS spend on pregnancy and pregnancy-related conditions.

Comparison of:
o

The health needs and health spend in pregnancy compared to the health needs and
health spend of the UK as a whole;

o

The funding for pregnancy-related research compared to the health needs and health
spend on pregnancy across the UK;

o

The funding for pregnancy-related research compared to research funding for other
health conditions treated by the NHS across the UK.

In order to undertake the above contextualisation of pregnancy-related research in the UK, data were
collected from multiple sources, analysed and compared with a paper in the literature contextualising
research spend in other health areas.34 Further details on data sources and the approach to analysis are
provided in the following sections. All data for this study were collated and analysed in Microsoft Excel
2010.

2.2.1. Literature summary
Firstly, in order to gain a better understanding of the costs associated with non-standard pregnancies, a
brief search and summary of relevant literature was undertaken. This was particularly important because
the data on the health needs and health spend associated with pregnancy and pregnancy-related
conditions do not distinguish between needs and spend related to standard pregnancies and those related

32

Maternities are defined by the Office for National Statistics (ONS) as: ‘Women having babies (including
stillbirths). A maternity is a pregnancy resulting in the birth of 1 or more children, therefore, these figures are not
the same as the number of babies born.’
33

The World Health Organisation defines DALYs as: ‘One DALY can be thought of as one lost year of "healthy"
life. The sum of these DALYs across the population, or the burden of disease, can be thought of as a measurement of
the gap between current health status and an ideal health situation where the entire population lives to an advanced
age, free of disease and disability’ (WHO 2019).
34

Luengo-Fernandez et al. (2015).
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to complications surrounding pregnancies. Google and Google Scholar were searched using terms such as
‘pregnancy outcomes economic cost UK’, ‘pregnancy smoking outcomes economic costs UK’ and ‘high
risk pregnancy costs’ and literature relevant to complications (e.g. preterm birth, low birth-weight,
stillbirth and multiple pregnancies) as well as lifestyle issues (e.g. smoking and obesity) during pregnancy
was identified, reviewed and summarised.
To find additional literature on the costs associated with pregnancy complications, the following search
was run in PubMed: economic AND (costs OR impacts OR consequences) AND (birth OR pregnancy OR
preterm OR stillbirth). The titles of the first 100 hits (sorted by ‘Best Match’) were screened for relevance,
limiting the results to the past 10 years. This resulted in 39 references being selected for potential
inclusion. They were exported to an EndNote library. Reviews were identified and read in full.
Information was extracted from all relevant reviews (10 in total) relating to the costs associated with
pregnancy care and pregnancy complications wherever available (including intangible costs that were
covered in the reviews). There was a focus on data from the UK, where available. This information was
then summarised in the report. The results of the literature summary are provided in Section 4.2 below.

2.2.2. Data collection
Collection of health-needs data
In order to quantify pregnancy-related health needs in the UK, data were collected on the incidence of
births and maternities annually across England, Wales, Scotland and Northern Ireland, as well as DALYs
caused by pregnancy and pregnancy-related conditions. Table 5 provides a breakdown of the data sources
used to collect the necessary health-needs data.
Table 5: Data sources for pregnancy-related health needs
Data description

Data source

Available data

Statistics on live births, stillbirths, total

Office for National Statistics (ONS).

2013, 2014, 2015, 2016, 2017

births and maternities for England and

Births

Wales.

summary tables.35

Statistics on live births, stillbirths, total

National Records of Scotland (NRS).

in

England

and

Wales:

births and maternities for Scotland.

Births Time Series Data.

Statistics on live births, stillbirths, total

Northern

births and maternities for Northern

Research Agency. Registrar General

Ireland.

Annual Report 2013–17.37

Ireland

Statistics

and

Statistics on DALYs as a result of

Global Burden of Disease (GBD)

pregnancy

Collaborative

and

pregnancy-related

35

Office for National Statistics (2018).

36

National Records of Scotland (2018).

37

NISRA (2019).

2013, 2014, 2015, 2016, 2017

36

Network.
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conditions.

Burden of Disease Study 2017 (GBD
2017) Results.38

An inclusive approach was taken when collecting data on DALYs caused by pregnancy and pregnancyrelated conditions. All conditions categorised as ‘Maternal and neonatal disorders’ by the GBD
Collaborative network were included, as outlined in Table 6. As a result, the DALYs considered in this
study reflect both the mother (‘Maternal disorders’) and the newborn child (‘Neonatal disorders’). For
each of the conditions included in the GBD 2017 Results, details of the International Statistical
Classification of Diseases (ICD)-10 codes, diagnosis, symptom and procedural codes – used by healthcare
professionals globally – can be found on the GBD website. It is important to note that stillbirths are not
included in the ‘Maternal and neonatal disorders’ DALYs provided in the GBD.
Table 6: GBD 2017 conditions categorised as ‘Maternal and neonatal disorders’
Maternal disorders

Neonatal disorders

Maternal haemorrhage

Neonatal preterm birth

Maternal sepsis and other maternal infections

Neonatal encephalopathy due to birth asphyxia and
trauma

Maternal hypertensive disorders

Neonatal sepsis and other neonatal infections

Maternal obstructed labour and uterine rupture

Hemolytic disease and other neonatal jaundice

Maternal abortion and miscarriage

Other neonatal disorders

Ectopic pregnancy
Indirect maternal deaths
Late maternal deaths
Maternal deaths aggravated by HIV/AIDS
Other maternal disorders

Collection of health-spend data
In order to quantify NHS spend on pregnancy and pregnancy-related conditions across the UK,
programme budgeting data were collected from numerous sources.39 An inclusive approach was taken
when collecting health-spend data, with costs categorised as ‘Maternity and reproductive’ and ‘Neonates’
included to capture pregnancy and pregnancy-related conditions. Table 7 provides a breakdown of the
data sources from which the necessary health-spend data was collected. Unfortunately, the NHS spend
data categories are not broken down any further beyond ‘Maternity and reproductive’ and ‘Neonates’,

38

GHFx (2019).

39

As explained by NHS Networks: ‘Programme budgeting provides a framework for estimating NHS expenditure
across healthcare conditions, also known as ‘programmes categories’, across the whole care pathway’ (NHS Networks
2019).
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however, detailed information on the health services that make up these categories can be found on the
NHS Networks website.40
Table 7: Data sources for pregnancy-related health spend
Data description

Data source

Available data

Statistics on NHS spend in England

NHS Networks. 2012/13

2012–13

related to ‘Maternity and reproductive’

Programme Budgeting data is now

and ‘Neonates’ health services

available41.

Statistics on NHS spend in Wales

Stats Wales. NHS Expenditure by

related to ‘Maternity and reproductive’

42

2013–14, 2014–15, 201–16,

budget category and year.

2016–17

Statistics on NHS spend in

The Scottish Government.

2011–12

Scotland related to ‘Maternity

Programme Budgeting in NHS

and reproductive’ and ‘Neonates’

Scotland.43

and ‘Neonates’ health services

health services

No programme budgeting information could be identified for Northern Ireland meaning that the data
had to be imputed using the values from England, Wales and Scotland. In addition, data were not
available for all years of interest in England, Wales and Scotland, meaning that data had to be
extrapolated beyond the years for which it was available. Details of this imputation and extrapolation are
outlined in Section 2.2.3 below.

Collection of data on comparator conditions
In order to compare the funding for pregnancy-related research to that of other health conditions treated
by the NHS across the UK, data were collected from a study undertaken by Luengo-Fernandez et al.
(2015) considering levels of research funding for different health conditions in the UK. The authors
collected data on research spend, health needs and health spend for cancer, heart disease, dementia and
stroke in 2012 to undertake a similar analysis to that outlined below. For the purposes of this study,
information on research spend, health needs and health spend for cancer, heart disease, dementia and
stroke were taken from the paper, rather than collected from primary sources, due to resource limitations.
Luengo-Fernandez et al. (2015) took a similar approach to estimating the health needs and health spend
of cancer, heart disease, dementia and stroke as that taken in this study. The authors adopted a ‘top down’
approach, using aggregate data to estimate the health spend in the NHS across the UK (as well as
predicting the wider societal costs, which was deemed out of scope for this project), as described in detail
in Luengo-Fernandez et al. (2012). Furthermore, GBD data were used to estimate the health need,

40

NHS Networks (2019).

41

NHS Networks (2019).

42

Stats Wales (2018).

43

Scottish Government (2015).
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specifically DALYs, associated with the conditions of interest. Finally, with respect to analysis of research
funding, the authors included research infrastructure expenditure, whereas this study has not accounted
for all potentially relevant research infrastructure expenditure. The authors excluded research funding
provided by industry, the same approach taken in this study.
Furthermore, data on the total level of (non-industry) health research funding in the UK in 2014 were
obtained from the UK Clinical Research Collaboration analysis of UK health research. It was then
adjusted for the remaining years of interest (2013, 2015, 2016 and 2017) using UK-wide Gross Domestic
Product (GDP) deflators obtained from HM Treasury.44 The UKCRC analysis of UK health research
funding distinguishes ‘direct awards’, which directly fund research, and ‘indirect’ expenditure, which is
mainly infrastructure spending. As the direct funding more closely matches the data set gathered in this
study, we used those figures. It should also be noted that although these data capture a significant
proportion of UK health research funding, they do not provide information on the total level of funding,
as data were not captured from organisations that did not participate. Finally, the data set only provides
information on research awards that were active (i.e. taking place) in the calendar year 2014, meaning it
does not necessarily provide an accurate estimate of what was spent on health research in 2014. This was
not accounted for in our analysis.

2.2.3. Analysis
Extrapolation and imputation of health-spend data
Firstly, in countries where health-spend data were identified, such data had to be extrapolated from the
years that were available to all years of interest (2013 to 2017). In England the latest available nationallevel programme budgeting data set was provided in the financial year 2012–13; in Wales it was 2016–17
and in Scotland it was 2011–12. In order to extrapolate these data to the remaining years of interest the
available data were scaled up using UK wide GDP deflators obtained from HM Treasury.45 This is likely
to underestimate the true health spend on pregnancy and pregnancy-related conditions (as well as all
other conditions) because NHS inflation rates are typically higher than GDP deflator values, however
data on NHS inflation rates for the time period in question were not identified.
Secondly, because no programme budgeting information could be identified for Northern Ireland, it had
to be imputed using the values from England, Wales and Scotland. To do this the number of births, both
live and still, in Northern Ireland was compared to the number of births in the rest of the UK to
determine how many births occur in Northern Ireland as a proportion of births in the rest of the UK.
This proportion of the health spend on pregnancy and pregnancy-related conditions in England, Wales
and Scotland was then assigned to Northern Ireland. In other words, if the proportion of births in
Northern Ireland was 5 per cent of that of the rest of the UK, 5 per cent of the health spend on pregnancy
and pregnancy-related conditions in England, Wales and Scotland was assigned to Northern Ireland.

44

HM Treasury (2019).

45

HM Treasury (2019).

22

Pregnancy research review
In order to estimate ‘All other’ health expenditure – i.e. total NHS spend minus NHS spend on
pregnancy and pregnancy-related conditions – the same extrapolation and imputation approach outlined
above were adopted for each year of interest across all four countries of the UK. Briefly, for England,
Wales and Scotland, where total health-spend data were available, UK wide GDP deflators were used to
extrapolate the data to the years it was missing. For Northern Ireland, where no total health-spend data
were available, a proportion of total health spend in England, Wales and Scotland was assigned to
Northern Ireland based on the proportion of births occurring in Northern Ireland compared to the rest of
the UK.

Analysis of the health-needs data
In order to contextualise pregnancy and pregnancy-related research funding and health needs across the
UK, several approaches were taken (see Section 4.4.1 for results):


The average number of maternities annually over the five years from 2013 to 2017 compared to
the prevalence of cancer, heart disease, dementia and stroke in 2012;



Proportion of DALYs accounted for by pregnancy and pregnancy-related conditions; and



The average number of annual DALYs due to pregnancy and pregnancy-related conditions over
the five years from 2013 to 2017 compared to the number of DALYs due to cancer, heart disease,
dementia and stroke in 2012.

Analysis of health-spend data
In order to contextualise pregnancy and pregnancy-related research funding and health spend across the
NHS in the UK, several approaches were taken (see Section 4.4.2 for results; note that all values are given
in 2018–19 prices):


Proportion of NHS expenditure accounted for by pregnancy and pregnancy-related conditions;
and



The average annual NHS expenditure on pregnancy and pregnancy-related conditions over the
five years from 2013 to 2017 compared to the NHS expenditure on cancer, heart disease,
dementia and stroke in 2012.

Analysis of research funding
In order to contextualise pregnancy and pregnancy-related research funding on other health conditions
across the UK several approaches were taken (see Section 4.4.3 for results):


Proportion of all health-relevant research funding that is accounted for by research funding for
pregnancy and pregnancy-related conditions;



The average annual level of research funding for pregnancy and pregnancy-related conditions
over the five years from 2013 to 2017 compared to the research funding for cancer, heart disease,
dementia and stroke in 2012;



The average annual level of research funding per maternity over the five years from 2013 to 2017
compared to the research funding per case for cancer, heart disease, dementia and stroke in 2012;
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The average annual level of research funding per DALY attributable to pregnancy and pregnancyrelated conditions over the five years from 2013 to 2017, compared to the research funding per
DALY attributable to cancer, heart disease, dementia and stroke in 2012; and



The average annual level of research funding per £1m spent on pregnancy and pregnancy-related
conditions in the NHS over the five years from 2013 to 2017, compared to the research funding
per £1m spent on cancer, heart disease, dementia and stroke in the NHS in 2012.

2.2.4. Caveats and limitations of the work
Firstly, it is important to recognise that pregnancy is not a disease, whereas cancer, heart disease, dementia
and stroke are. As a result, the optimal health needs and health spend of pregnancy and pregnancy-related
conditions will always be greater than zero, as the birth of children is desirable for society. On the other
hand, cancer, heart disease, dementia and stroke are diseases that would ideally be eradicated, resulting in
optimal health needs and health spend of zero. However, data on the health needs and health spend
associated with pregnancy and pregnancy-related conditions does not distinguish between needs and
spend related to standard pregnancies (i.e. health needs and spend we do not want to eradicate) and
complications surrounding pregnancies (i.e. health needs and spend we do want to eradicate). We did
explore potential approaches to separate health needs and health spend related to standard pregnancies
from those related to complications surrounding pregnancies, however this was not deemed feasible given
the available data and scope of the study. As a result we have considered overall health needs and health
spend, although it would be preferable if we were able to consider only health needs and health spend
associated with complications surrounding pregnancy. If we were able to distinguish between desirable
and undesirable health needs and health spend associated with pregnancy, firmer conclusions could be
drawn about how pregnancy research funding in the UK compares to other health research areas.
Secondly, data on the health needs, health spend and level of research funding across the multiple health
conditions have been collated from different sources that used different approaches to gather the data.
Specifically, Luengo-Fernandez et al. (2015) and UKCRC (2014) have applied their own methods, and
therefore caution should be taken when comparing the information on pregnancy to that on the other
conditions and the total health-relevant research spend. For example, Luengo-Fernandez et al. (2015)
included research infrastructure expenditure in their analysis of research funding, whereas this study has
not accounted for all potentially relevant research infrastructure expenditure. We have, however,
attempted to align our methods with those applied in both studies in order to make comparisons as
meaningful as possible. Specifically, in their analysis of research funding Luengo-Fernandez et al. (2015)
excluded research funding provided by industry, with the same approach taken in this study. Moreover,
we compared the research spend on pregnancy research to the ‘direct awards’ identified in the UKCRC
(2014) analysis, as this approach aligns most closely with the method adopted in this study. Furthermore,
although Luengo-Fernandez et al. (2015) took a more detailed approach to estimating the health spend
associated with cancer, heart disease, dementia and stroke by analysing a greater number of sources (e.g.
Hospital Episode Statistics and the Labour Force Survey), as well as estimating the wider societal costs, we
took the same ‘top down’ approach in this study, using aggregate data. Finally, Luengo-Fernandez et al.
(2015) also utilised GBD data to capture the DALYs associated with their conditions of interest, with the
same approach applied in this study.
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2.3. Task C: Research priority setting
The aim of Task C was to identify and prioritise research needs in pregnancy research based on the input
of key stakeholders compromising researchers, clinicians, funders, patients and the public. The main
research question relating to this task was:


What are the main priorities for future pregnancy research in the UK?

Task C followed the overall principles of James Lind Alliance (JLA) Priority Setting Partnerships, but over
a more condensed timescale.46

2.3.1. Data identification and collection
To identify a list of topics for prioritisation we took three separate approaches: (1) a review of literature
and documents about pregnancy research; (2) a workshop with women and their partners; and (3) a
crowd-sourcing exercise to collect questions for future pregnancy research.

Review of literature and documents about pregnancy research
We conducted a review of any existing documentation that could provide potential priorities for future
pregnancy research. This included systematic reviews, guidelines, policy documents and prior
prioritisation exercises in related areas. We used a combination of approaches to identify potentially
relevant documents:


A search of Cochrane reviews in the category ‘Pregnancy & Childbirth’: As there were more than
600 reviews in this category, we (1) restricted our searches to reviews labelled as ‘overview’
reviews, and (2) searched all reviews in the category for ‘research priorities’ and ‘research gaps’
(full-text searches). A total of 12 reviews were identified, but only 8 included research
priorities/gaps relevant to this study.



Google searches, using search terms ‘pregnancy research priorities UK’ and ‘pregnancy research
gaps UK’.



A review of James Lind Alliance (JLA) priority setting partnerships (PSPs).



A review of National Institute for Health and Care Excellence (NICE) guidance in the category
‘Fertility, pregnancy and childbirth’.



A review of Royal College of Midwives and Royal College of Obstetricians and Gynaecologists
documentation (e.g. audits, reports and position papers).



A review of Scottish Intercollegiate Guidelines Network (SIGN) guidelines.



‘Snowballing’ of references in documents identified.

46

The JLA PSP process (James Lind Alliance 2019) typically consists of the following steps: 1. Setting up the PSP: including
specifying scope and approach, identifying and engaging stakeholders, initial awareness or scoping workshop; 2. Gathering
uncertainties through a review of documentation (systematic reviews, guidelines) and a survey of stakeholders; 3. Data processing
and verification, including verification that uncertainties are true evidence gaps; 4. Interim priority setting to generate a shortlist
via a survey of stakeholders; 5. Final priority setting, ranking different topics with a particular focus on the top 10. Our approach
differs from a JLA PSP in a number of ways – notably, we did not include a verification step, and we did not aim to produce a
ranked list or top 10 – rather we aimed to identify priority areas and compare these to current funding.
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Documents were only included if they had been published (or updated) since 2013.
Research priorities were compiled in an Excel sheet and duplicates were removed. A total of 291 research
priorities were identified.

Workshop with members of the public
To identify research needs relevant to women and their partners, we organised a two-hour workshop at
South Bretton Family & Community Centre in Peterborough, Cambridgeshire, on 1 April 2019.
Participants were recruited through leaflets distributed in the family and community centre (see Annex
Section A.2.1). Participants were invited to bring their children to the group discussion. A total of 13
people participated in the workshop. Each participant received a £30 shopping voucher at the end of the
workshop as a token of appreciation for their participation.
The workshop was led by two senior researchers (CL and SG). At the start of the workshop, participants
were asked to read through an information sheet containing detailed information about the workshop and
to sign a consent form about their participation in the workshop. The information sheet and consent
form are provided in Annex Section A.2.3.
In an open discussion – both in plenary and breakout groups – participants were presented with a list of
12 summary research questions identified through the review of literature and documents, and invited to
discuss these as well as to share any research topics they felt are important but missing on this list. The
agenda of the workshop is provided in Annex Section A.1.1.
RAND Europe researchers took notes during the discussion to capture research topics identified as
relevant by the participants. A total of 19 research topics were identified.

Crowd-sourcing exercise
We created a Google spreadsheet with the following headings to be filled in by crowd-sourcing
participants 47:


Broad research question or topic.



Examples of specific questions or issues.



Stage(s) of pregnancy.



Topics.



Why is this an important issue?



Why is this a research priority? How effectively can it be addressed by research? Are there any
reasons it hasn’t been done so far?



Evidence/sources of further information.



Any other comments?

We shared the link to the spreadsheet with a curated list of 159 individuals involved in or focusing on
pregnancy research and care, spanning clinicians, researchers, funders, policymakers, representatives of

47

Pregnancy research priorities in the UK (2019).
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charities, representatives of professional organisations and patient and public involvement and
engagement (PPIE) experts. The individuals were identified searching the websites of pregnancy research
funders identified in Task A; Google searches for UK-specific experts and organisations; snowballing
approaches; and recommendations from our expert advisory group. Participants were encouraged to share
the link to the spreadsheet with other people from their networks. We invited them to add pregnancy
research topics and questions – including explanations of why they are important issues and sources of
further information about the topics/questions – to the list. A total of 88 research questions (and
additionally a wide range of sub-questions) were added while the spreadsheet was open (5 April 2019 to 4
June 2019). One reminder to participate was sent to the same list of invitees on 17 April 2019.

2.3.2. Prioritisation
Identification of overarching research questions
The research team compiled the lists of research topics and questions identified through the three sources
to generate a longlist. Duplicates as well as research topics and questions out of scope48 were removed
from the list. In order to be able to cover as many research topics and questions as possible, it was
necessary to condense the topics and questions to a list of 78 overarching research topics. These
overarching questions, or topics, were grouped into 13 categories. The topics, and the categories into
which they are grouped, are shown in Table 8.
Moreover, to allow for a comparison of Task A and C results we coded all projects included in the core
analysis in Task A against one of the 13 categories set out in Table 8.
Table 8: Survey topics and categories
Category name

Topic name

Conception and family
planning

Effects of contraception on fertility, on cancer, miscarriage

Awareness/use of preconception care
Health before pregnancy

Assisted reproduction and
fertility

How does ovarian hyperstimulation syndrome occur?
Making ART [Assisted Reproductive Technologies] safer/more effective
Long-term effects of ART
Risks of older women having babies
Fertility and endometriosis

48

I.e. if questions did not meet our inclusion and exclusion criterion regarding focus of research, for example if they
focused on neonatal care delivered to the baby only (no relation to pregnancy), or contraception where the primary
aim is to prevent pregnancy (see Table 3).
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Category name

Topic name

Managing other health
conditions throughout
pregnancy

Pregnancy and long-term conditions

Medications safe to take during pregnancy
Care for pregnant women with epilepsy
Care for women with diabetes during pregnancy
Care for obese women during pregnancy
Reducing obesity in pregnancy
Risks to babies of obesity in pregnancy
Options for women diagnosed with cancer in pregnancy
Assessing risks in pregnant women with rare disease

Perinatal mental health

Preventing & managing mental health problems
Identifying women at risk of mental health problems
Birth experiences and postnatal mental health
Effectiveness of alternatives to medication for mental health treatment
Risks and benefits of drugs for mental health
Impact of poor mental health

Pregnancy complications

Detecting & caring for ectopic pregnancy
Nausea and vomiting in pregnancy
Thromboembolism and pulmonary embolism in pregnancy
Gestational diabetes in pregnancy
Preventing and caring for pre-eclampsia
Preventing and managing small-for-gestational-age fetuses
Improving long-term child outcomes

Screening during
pregnancy

Antenatal screening for low-risk women
Identifying pregnancies for additional monitoring
Screening for prenatal alcohol exposure
Screening and managing placenta praevia
Chickenpox in pregnancy

Health-related behaviours
during pregnancy

Improving diet and nutrition of women
Nutrition during pregnancy and effect on the baby
Changes to diet and activity during pregnancy
Reducing alcohol, drug use, and smoking
Supporting women to be healthier
Reducing domestic violence during pregnancy
Effectiveness of midwife support to help women be healthier

Prioritisation survey
We developed a survey using the survey tool SmartSurvey asking respondents to assign a priority level to
each of the 78 research topics (lower priority, medium priority, high priority, very high priority or no
opinion), and then select their ‘top 5’ topics from the full list of 78. The final survey questionnaire is
presented in Annex Section A.3.
The link to the survey was sent to the individuals invited to participate in the crowd-sourcing exercise
who indicated further interest in the study, as well as members of the public participating in the workshop
conducted who had indicated an interest in further participation (172 individuals in total). All invitees
were encouraged to share the link with their individual networks, publicly and professionally. The link
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was also shared by the NCT and the ABPI through their networks, on the UKCRC website as well as on
RAND Europe’s Twitter and LinkedIn accounts;49 moreover, several individuals and organisations (e.g.
NIHR Research, the NIHR South West, the Maternal & Fetal Health Research Centre at the University
of Manchester, the Association of Medical Research Charities (AMRC)) shared the link to the survey on
their Twitter, Facebook and/or Instagram accounts, reaching a range of individuals.
The survey was open from 4 June to 30 June 2019. One reminder to participate in the survey was sent on
19 June 2019 to those individuals who had been approached directly. We received a total of 815
responses to the survey, of which 592 responses were considered to be complete and eligible for inclusion
in the study. The remaining 223 survey responses were partial responses that contained insufficient
information for analysis, and as such were excluded from analysis. Responses were considered complete
and eligible for inclusion if respondents had answered any of the 78 questions related to pregnancy
research funding priorities. Responses were considered partial responses and excluded from analysis if
respondents had only completed demographics questions and had not completed any of the 78 questions
related to pregnancy research funding priorities.

Data analysis
We conducted descriptive statistical analyses of the survey responses, examining the percentage of
respondents who rated each individual research topic and research category as a very high priority for
research. We also explored the proportion of respondents who selected individual research topics and
research categories as one of their ‘top 5’ priority areas for pregnancy research funding.
We conducted further analyses examining the distribution of responses across various stakeholder groups
who had responded to the survey. The categories of stakeholder groups who responded to the survey
include:


Patients and members of the public



Health professionals



Academics or researchers in an area related to pregnancy



Representatives of professional bodies



Representatives of charities or patient and public involvement organisations



Representatives of funding bodies or policymakers



Other participants

Of these stakeholder groups, only three had a sufficient sample size to conduct sub-analyses – members of
the public, health professionals, and academics/researchers.

2.3.3. Synthesis of findings from Tasks A and C (funding data analysis and
prioritisation)
The aim of this final stage of Task C was to understand and contextualise the results of the survey against
the findings of Task A.

49

RAND Europe Research (2019); RAND Europe (2019).
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Cross analysis
We coded each award identified for inclusion in our core analysis in Task A to one of the 13 broad
categories provided in the survey. This enabled us to cross-analyse findings from Task A and Task C, and
in particular to see whether current spend matches the research areas and topics identified as priorities. It
is worth noting that the ‘best fit’ category for each project has been used in the coding against the 13
categories – it is possible that there may have been smaller contributions to other category areas for some
of the projects. This means that the comparison of current spend to identified research priorities is a
broad approximation rather than an exact match.
For the cross analysis we used descriptive statistics (i.e. frequency, mean) to explore the relationship
between current spend and research priorities as identified through the survey. We focused our analyses
on the 13 main areas from the priorities survey (Task C):


Contraception and family planning



Assisted reproduction and fertility



Managing other health conditions throughout pregnancy



Perinatal mental health



Pregnancy complications and care during pregnancy



Screening during pregnancy



Health-related behaviours and environment (e.g. diet, substance misuse, domestic violence)
during pregnancy



Inequalities (e.g. deprivation, ethnicity, geography)



How pregnancy care is organised and delivered



Care during labour



Preterm birth



Pregnancy loss



Support and care for parents after birth

All of the same caveats and limitations of the funding data from Task A apply to its use in this cross
analysis (see Section 2.1.4).

Workshops
We held two workshops to contextualise the results of the survey. The first was with patients and
members of the public, which allowed us to explore their views and feedback on the priorities developed
and the reasoning behind the survey responses seen from this group of respondents. The workshop lasted
two hours and was held at South Bretton Family & Community Centre in Peterborough,
Cambridgeshire, on 18 September 2019. Participants were recruited through leaflets distributed in the
family and community centre. They were invited to bring their children to the group discussion. A total
of 16 people participated in the workshop. Each participant received a £30 shopping voucher at the end
of the workshop as a token of appreciation for their participation. We provided the participants with a list
of the top 10 and bottom 10 priorities for members of the public based on the survey and asked them to
discuss, in small groups and in plenary, the reasons why these topics might have been considered more
and less important, and their views on them. We then presented our initial emerging findings from the
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study and explored their clarity by seeking participants’ views on their appropriateness and completeness.
The workshop was facilitated by two senior members of the project team (SG and CL) and notes written
up from the session to inform the final analysis.
The second workshop was held with a mixed group of stakeholders spanning clinicians, researchers,
funders, and charities, again exploring the views of the different groups and the reasons for the set of
priorities developed. The workshop was a 2.5-hour event held at the NCVO conferencing centre in
London and attended by 24 participants. The workshop was facilitated by two senior members of the
project team (SG and CL) and notes were written up from the session to inform the final analysis.
Emerging findings from the study were presented and participants were asked to provide their input, in
small groups and in plenary, on their interpretation of the findings, and their implications for pregnancy
research in the UK.

2.3.4. Caveats and limitations
There are some caveats that should be kept in mind when interpreting the Task C findings and cross
analyses presented in this report:


We acknowledge that the list of gaps and priorities in pregnancy research is long; indeed we were
able to identify almost 400 specific research questions through our literature review,
crowdsourcing exercise and first workshop with members of the public. However, to cover as
many topics as possible without making the prioritisation survey overly long, it has been
necessary to condense the research questions to a shorter list of overarching questions.



Although we aimed to compile a balanced list of survey invitees in terms of stakeholder groups
(e.g. different types of researchers, different types of healthcare professionals, charity and PPIE
representatives, funders/policymakers, representative bodies, members of the public, etc.) and
geography, our survey was never intended to be representative of any population. Instead, we
aimed to capture a diversity of perspectives.



The crowdsourcing exercise, workshop with members of the public and survey asked participants
for their individual perceptions regarding the priority of research questions. It was beyond the
scope to analyse whether these research questions had already been addressed or if there was
ongoing research aiming to address these. However, in our cross analysis, we mapped the survey
results against the findings in Task A to assess whether there are any funding gaps in areas
considered as high priority.



Respondents may have had different reasons and rationales for the priorities they selected. We see
some evidence of this in the qualitative comments provided by respondents. For example, some
suggested they had selected topics they felt were underfunded, and that other areas may not have
been selected not because they are unimportant, but because they are already well supported.



Differences in responses across individuals and groups may reflect true differences in opinion and
priority, but may also reflect differences in understanding. For example, although we made efforts
to simplify language where possible, it may be that some topics included are unfamiliar to nonexpert respondents.
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Although we received a relatively high number of responses overall, including 250 members of
the public, this nonetheless represents a very small proportion of the whole UK public, and as
such may not be representative of the views of the public as a whole.



It may be that special interest groups, or individuals with specific perspectives related to
pregnancy, were more likely to respond to the survey, which is likely to have affected the overall
outcomes.



A large proportion of the healthcare professionals responding (n=120/212) were midwives, which
may have influenced the results for this group.
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3. Task A results: Funding analysis

This chapter provides data tables and graphs that set out the results of our analysis of pregnancy research
funding in the UK from 2013–2017 (Task A). First we set out the characteristics of funding provided by
charitable and public funders in the UK – both number of awards and funding amounts (in 2018–19
prices) are provided, though it should be noted that funding data is not available for all projects, so the
overall sample in each case is slightly different. We also provide overviews of both NIHR CRNCC spend
on aggregate, and European Commission spend on aggregate. Finally, we provide data on industryfunded projects, although we only had access to the number of projects in each area, with no data
provided on funding amounts. Note that this chapter sets out the results of the work only – analysis and
comparison with findings from the other tasks is provided in the accompanying policy report.

3.1. Overall spending and number of awards
As shown in Figure 2, we identified 580 awards from public and charitable funders. The total funding
value of awards for which funding data was available was £259 million. Note that for 49 of the 580
awards, no funding data were available. This forms our primary data set, and the analysis of funding
values in Section 3.2 is based on this set of awards. These data are also used for subsequent analysis and
comparison with Tasks B and C.
NIHR was also able to provide data on research supported by NIHR Infrastructure funding (e.g. to BRCs
and CLAHRCs) and data on research supported by CRNCCs. In both cases, project-level data on the
funding from NIHR were generally not available. However, an estimate of overall funding via CRNCC is
shown in Table 9. This totals an estimated £36.8m over the period 2013–2017, however these data are
subject to a number of caveats (as noted in the figure).
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Figure 2: Overview of included awards from public and charitable funders50

Table 9: Overview of estimated NIHR CRNCC spend on pregnancy-related projects.
Year
LCRN expenditure51
(1)
Coordinating
Centre
expenditure52 (2,3)
Total Expenditure

2013–14

2014–15

2015–16

2016–17

2017–18

Total

£3,006,426

£5,081,629

£6,877,179

£10,078,696

£9,505,563

£36,782,048

£217,946
£3,224,372

£405,981
£5,487,610

£515,432
£7,392,612

£533,545
£10,612,240

£559,651
£10,065,214

£2,232,555
£36,782,048

Source: Data provided by NIHR, 1 February 2019. RAND Europe analysis.

By screening NIHR Infrastructure data (1,033 projects provided by NIHR), we identified 285 projects for
inclusion. From CRNCC data (325 projects provided by NIHR), we identified 277 projects for

50

Excluding research supported by NIHR Infrastructure, NIHR CRNCC, CORDIS and ISRCTN data. UKrelevant data only.

51

LCRN expenditure is calculated based on the number of recruiting weighted studies identified as related to
pregnancy within the CRN Portfolio, as a proportion of all recruiting studies for the relevant periods.

52

Coordinating Centre expenditure is calculated based on the total number of recruiting studies relating to
pregnancy within the CRN Portfolio as a proportion of all recruiting studies within the CRN Portfolio for the
relevant periods; the Coordinating Centre expenditure stated is exclusive of VAT.
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inclusion. Analysis of each of these data sets is provided separately in Section 3.3, by number of projects
only, to indicate the range and nature of projects supported via these routes.
We also identified a total of 25 awards from the European Commission to consortia that included UK
institutions. The total funding awarded to these consortia was £52.6m. However, since all these consortia
were international, some of this funding will have gone to non-UK institutions. Breakdowns of funding
across consortia are not readily available.
Finally, we identified 53 industry-funded projects related to pregnancy over the 2013–2017 time period.
However, funding data is not provided for the majority of these projects and as such we have conducted
our analysis solely by number of projects rather than by funding value. A breakdown of these industryfunded projects is provided in Section 3.4.

3.2. Core funding analysis
3.2.1. Funding activity by year
The number of pregnancy research awards supported is fairly consistent across years (Figure 3). In terms
of funding value, the largest amount was spent in 2014 (£80.1m), whereas only £38.3m was spent in
2016 (Figure 4). There are no obvious differences year on year that account for the annual variation.
However, it is worth noting that three large awards (£5m+) were made by Wellcome in 2014, which may
account for some of the disparity. The average award size of all awards in the sample for which funding
data was available was £230,000 (interquartile range £33,000–£503,000).
Figure 3: Number of awards by year, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
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Figure 4: Funding value by year, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

3.2.2. Funding activity by host institution sector
The majority of awards (487/580) were held by academic institutions (Figure 5). This is also reflected in
the value of funding by host institution (Figure 6).
Figure 5: Number of awards by host institution sector, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 6: Funding value by host institution sector, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
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3.2.3. Funding activity by funder sector
The majority of awards (n=381) as well as the largest overall funding value (£195.8) came from
governmental or public organisations, followed by funding provided by charities and foundations (n=193)
(Figure 7 and Figure 8).
Figure 7: Number of awards by funder sector, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

Figure 8: Funding value by funder sector, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

3.2.4. Funding activity by award type
The majority of awards were project grants (n=331), and this was also the largest volume of funding
(£168.7m) (Figure 9 and Figure 10).

37

RAND Europe
Figure 9: Number of awards by award type, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 10: Funding value by award type, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

3.2.5. Funding activity by research type
A total of 209 awards were categorised as discovery research, followed by 142 awards classified as
observational clinical research and 71 as clinical trials (Figure 11). Similarly, the largest funding value was
found for discovery research (£77.1m), clinical trials (£71.8m) and observational clinical research
(£55.3m) (Figure 12).
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Figure 11: Number of awards by research type, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 12: Funding value by research type, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
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3.2.6. Funding activity by stage of pregnancy
Both in terms of numbers of awards and funding value the highest funding activity was found for research
focusing on pregnancy (352 awards, £156m). Funding activity was substantially lower for awards focusing
on other periods before or after pregnancy (Figure 13 and Figure 14).
Figure 13: Number of awards by stage of pregnancy, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 14: Funding value by stage of pregnancy, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

3.2.7. Funding activity by topic
Overview
The highest funding activity – both in terms of numbers of awards and funding value – was found for the
topic categories ‘Wider outcomes’ (314 awards, £135.9m) and ‘Context’ (252 awards, £94.5m) (Figure
15 and Figure 16). ‘Wider outcomes’ covers the long-term outcomes of pregnancy including maternal,
neonatal, and societal outcomes for example. Context covers a range of factors at a personal and
environmental level that may influence pregnancy experiences and outcomes, for example demographics,
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previous experiences of pregnancy, healthy behaviours and comorbidities. Detailed analyses by
subcategory are presented in the following sections. Note that awards can be coded to multiple categories.
Figure 15: Number of awards by topic, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 16: Funding value by topic, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

Funding activity by topic within the category ‘Context’
Overall, 96 awards focused on one or more comorbidities related to pregnancy, followed by 53 awards
studying conception and family planning, and 52 awards on behaviours in pregnancy (Figure 17). Awards
with the subcategory ‘Comorbidities’ also had the largest funding value within this category (£36.8m,
Figure 18).
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Figure 17: Number of awards by topic within the category ‘Context’, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 18: Funding value by topic within the category ‘Context’, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

We can also look at the subtopics within these broad topic areas. Here we find that assisted reproductive
therapy (ART) and obesity are the most commonly funded subtopics (Figure 19) and ART and mental
health/illness receive the largest amount of funding (Figure 20).
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Figure 19: Number of awards by subtopic within the category ‘Context’ for subtopics with at least
5 awards, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 20: Funding value by subtopic within the category ‘Context’ for subtopics receiving at least
£2m in funding, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

Funding activity by topic within the category ‘Establishment of pregnancy’
Within the category ‘Establishment of pregnancy’, the most common topic was assisted reproduction (42
awards) followed by embryo development (37 awards, Figure 21). Similarly, assisted reproduction and
embryo development received the highest volume of funding (£19.9m and £18.5m respectively, Figure
22).
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Figure 21: Number of awards by topic within the category ‘Establishment of pregnancy’, core
analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 22: Funding value by topic within the category ‘Establishment of pregnancy’, core
analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

Funding activity by topic within the category ‘Pregnancy-related conditions’
Diabetes in pregnancy and pre-eclampsia both had 31 awards, closely followed by fetal abnormality and
growth, with 28 awards (Figure 23). By funding value, pre-eclampsia had the highest value (£17.9m),
followed by fetal abnormality and growth and high blood pressure (£13.9m and 12.8m respectively,
Figure 24).
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Figure 23: Number of awards by topic within the category ‘Pregnancy-related conditions’, core
analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
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Figure 24: Funding value by topic within the category ‘Pregnancy-related conditions’, core
analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

Funding activity by topic within the category ‘Provision and quality of care’
The most frequently used subcategory within ‘Provision and quality of care’ was ‘Screening, diagnostics
and prognostics’, both in terms of number of awards (n=55) and funding value (£29.6) (Figure 25 and
Figure 26). Both the funding value and number of awards of other subcategories were substantially
smaller than those of the ‘Screening, diagnostics and prognostics’ subcategory.
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Figure 25: Number of awards by topic within the category ‘Provision and quality of care’, core
analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 26: Funding value by topic within the category ‘Provision and quality of care’, core
analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

Funding activity by topic within the category ‘Treatment’
The vast majoring of awards and funding within this category is related to drug treatment (42 awards,
£26.6m in funding) (Figure 27 and Figure 28).
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Figure 27: Number of awards by topic within the category ‘Treatment’, core analysis.53

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 28: Funding value by topic within the category ‘Treatment’, core analysis.54

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.

Funding activity by topic within the category ‘Birth/pregnancy outcomes’
Research focusing on preterm birth as an outcome received significantly more awards (n=83) and funding
(£42m) than any other birth or pregnancy outcome (Figure 29 and Figure 30).

53

Within the category ‘Other treatment’, all subcategories received one award only, except cervical cerclage, which
received 2 awards.

54

Only categories receiving £0.5m in funding or higher are included.
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Figure 29: Number of awards by topic within the category ‘Birth/pregnancy outcomes’, core
analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 30: Funding value by topic within the category ‘Birth/pregnancy outcomes’, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
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Funding activity by topic within the category ‘Wider outcomes’
Across these wider outcomes, funded projects most frequently considered neonatal outcomes (n=196),
followed by child health (n=92, Figure 31). This is also reflected in funding values, with the largest
amount of funding going to studies looking at neonatal outcomes (£86.1m, Figure 32).
Figure 31: Number of awards by topic within the category ‘Wider outcomes’, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
Figure 32: Funding value by topic within the category ‘Wider outcomes’, core analysis.

Source: RAND Europe analysis of funding data from multiple sources as specified in Section 2.1.1.
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3.3. NIHR data
As highlighted in Section 2.1.3, we conducted separate analyses of research supported by NIHR
infrastructure and NIHR CRNCC data. In this section, we present the results specific to these data.

3.3.1. Research supported by NIHR infrastructure
A total of 1,033 awards for research supported by NIHR infrastructure met our search criteria, 285 of
which were included and categorised using the classification matrix.

Funding activity by year
The number of pregnancy research awards supported by NIHR infrastructure increased by year, from 13
in 2013 to 100 in 2017 (Figure 33).
Figure 33: Research supported by NIHR infrastructure – number of awards by year.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by host institution sector
All awards supported by NIHR infrastructure data were hosted by government or public research
organisations.

Funding activity by funder sector
The majority of awards (n=152) came from governmental or public organisations, followed by funding
provided by charities and foundations (n=65) (Figure 34).55

55

We did not include the NIHR as a funder in this analysis, but only categorised an award as ‘Government or
public’ if any other funder was also a governmental or public organisation.
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Figure 34: Research supported by NIHR infrastructure – number of awards by funder sector.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by award type
We did not conduct an analysis by award type for research supported by NIHR infrastructure data, as the
type of funding was unclear from the data we screened.

Funding activity by research type
A total of 63 awards were categorised as observational clinical research, followed by 46 awards categorised
as clinical trials and 46 as health services research, 29 social science research awards and 27 evaluations
(Figure 35). We were unable to identify the research type of 86 awards due to the limited amount of
information available for the categorisation.
Figure 35: Research supported by NIHR infrastructure – number of awards by research type.

Source: RAND Europe analysis of funding data provided by NIHR.
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Funding activity by stage of pregnancy
The highest funding activity was found for research focusing on the period of pregnancy (132 awards).
Funding activity was substantially lower for awards focusing on other stages of the pregnancy process (e.g.
before and after pregnancy itself) (Figure 36).
Figure 36: Research supported by NIHR infrastructure – number of awards by stage of
pregnancy.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic
Overview

The highest funding activity was found for the topic categories ‘Wider outcomes’ (149 awards) and
‘Provision and quality of care’ (140 awards) (Figure 37). Detailed analyses by subcategory are presented in
the following subsections.
Figure 37: Research supported by NIHR infrastructure – number of awards by topic.

Source: RAND Europe analysis of funding data provided by NIHR.
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Funding activity by topic within the category ‘Context’

Overall, 43 awards supported by NIHR infrastructure focused on one or more comorbidities related to
pregnancy, followed by 22 awards studying behaviour related to pregnancy and 10 awards on
demographics (Figure 38).
Figure 38: Research supported by NIHR infrastructure – number of awards by context.

Source: RAND Europe analysis of funding data provided by NIHR.

Among the subcategories within the categories under the header ‘Context’, only seven had five or more
awards (Figure 39 and Figure 19).
Figure 39: Research supported by NIHR infrastructure – Context: subcategories with 5 or more
awards.

Source: RAND Europe analysis of funding data provided by NIHR.
Funding activity by topic within the category ‘Establishment of pregnancy’

As shown in Figure 15, comparably few awards had ‘Establishment of pregnancy’ as a topic. Among these
42 awards, 19 focused on fetal physiology, 10 on placental development and function, 5 each on assisted
reproduction and maternal adaptations, 2 on embryo development and 3 on other topics related to the
establishment of a pregnancy (Figure 40).
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Figure 40: Research supported by NIHR infrastructure – number of awards by establishment of
pregnancy.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic within the category ‘Pregnancy-related conditions’

‘Fetal abnormality and growth’ was the most frequently used subcategory within the ‘Pregnancy-related
conditions’ category (n=17, Figure 41).
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Figure 41: Research supported by NIHR infrastructure – number of awards by pregnancy-related
condition.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic within the category ‘Provision and quality of care’

The most frequently used subcategory within ‘Provision and quality of care’ was ‘Screening, diagnostics
and prognostics’ (n=65) (Figure 42). The number of awards with other subcategories was substantially
smaller than those of the ‘Screening, diagnostics and prognostics’ subcategory.
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Figure 42: Research supported by NIHR infrastructure – number of awards by provision and
quality of care.56

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic within the category ‘Treatment’

Of the awards within the category ‘Treatment’, the most were awarded to drug treatment (n=28, Figure
43).
Figure 43: Research supported by NIHR infrastructure – number of awards by treatment.57

Source: RAND Europe analysis of funding data provided by NIHR.

56

Note: Only ‘Other’ subcategories with three or more awards were singled out in this figure. ‘Other’ subcategories
with fewer than three awards were summarised under ‘Other’.

57

Note: Only ‘Other treatment’ subcategories with three or more awards were singled out in this figure. ‘Other
treatment’ subcategories with fewer than three awards were summarised under ‘Other treatment (other)’.
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Funding activity by topic within the category ‘Birth/pregnancy outcomes’

By far the most frequently covered birth or pregnancy outcome was preterm birth (n=44, Figure 44).
Figure 44: Research supported by NIHR infrastructure – number of awards by birth/pregnancy
outcome.

Source: RAND Europe analysis of funding data provided by NIHR.
Funding activity by topic within the category ‘Wider outcomes’

The most commonly covered wider outcomes were neonatal outcomes (n=79) followed by child health
(n=34), maternal physical health (n=33) and maternal mental health (n=30, Figure 45).
Figure 45: Research supported by NIHR infrastructure – number of awards by wider outcomes.

Source: RAND Europe analysis of funding data provided by NIHR.
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3.3.2. CRNCC data
A total of 325 NIHR CRNCC awards met our search criteria. These data were screened against the
inclusion and exclusion criteria and 277 awards were included and categorised using the classification
matrix. All of the 277 awards had a UK focus/setting or research relevant to the UK, and were included in
our analyses. The analyses were only made by number of awards as we were not provided with any
individual funding values. The total funding value of all included awards is £35.1m.

Funding activity by year
The number of NIHR CRNCC pregnancy research awards varied between 48 (2013) and 66 (2017)
between 2013 and 2017 (Figure 46).
Figure 46: NIHR CRNCC awards – number of awards by year.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by host institution sector
All awards were provided to and hosted by LCRNs (host institution sector ‘government or public
research’).

Funding activity by funder sector
The majority of awards (n=148) came from governmental or public organisations, followed by funding
provided by charities and foundations (n=89) (Figure 47).58

58

We did not include the NIHR as a funder in this analysis, but only categorised an award as ‘Government or
public’ if any other funder was also a governmental or public organisation.
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Figure 47: NIHR CRNCC awards – number of awards by funder sector.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by award type
Almost all NIHR CRNCC awards (276/277) were project grants; the one remaining award was a
scholarship or fellowship (Figure 48).
Figure 48: NIHR CRNCC awards – number of awards by award type.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by research type
A total of 86 awards were categorised as observational clinical research, followed by 64 awards categorised
as clinical trials and 38 as social science research (Figure 49).
We were unable to identify the research type of 21 awards.
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Figure 49: NIHR CRNCC awards – number of awards by research type.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by stage of pregnancy
Most of the included NIHR CRNCC awards (n=193) focused on the pregnancy stage. Funding activity
was substantially lower for awards focusing on other stages of pregnancy (Figure 50).
Figure 50: NIHR CRNCC awards – number of awards by stage of pregnancy.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic
Overview

The highest funding activity was found for the topic categories ‘Provision and quality of care’ (133
awards), ‘Context’ (114 awards) and ‘Wider outcomes’ (88 awards) (Figure 51). Detailed analyses by
subcategory are presented in the following.
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Figure 51: NIHR CRNCC awards – number of awards by topic.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic within the category ‘Context’

Overall, 36 awards focused on one or more comorbidities related to pregnancy, followed by 29 awards
studying behaviour related to pregnancy and 14 awards each focusing on conception and family planning
as well as previous pregnancy experiences (Figure 52).
Figure 52: NIHR CRNCC awards – number of awards by context.

Source: RAND Europe analysis of funding data provided by NIHR.

Among the subcategories within the categories under the header ‘Context’, only six had five or more
awards (Figure 53): 19 awards focused on obesity, followed by 14 that focused on diet and nutrition, and
13 that focused on smoking.
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Figure 53: NIHR CRNCC awards – Context: subcategories with 5 or more awards.

Source: RAND Europe analysis of funding data provided by NIHR.
Funding activity by topic within the category ‘Establishment of pregnancy’

As shown in Figure 51, comparably few awards had ‘Establishment of pregnancy’ as a topic. Among these
30 awards, 17 focused on the placental development and function, 8 on assisted reproduction and 5 on
other areas related to the establishment of pregnancy (e.g. sperm function or fetal cognitive development)
(Figure 54). No award focused on egg donation, embryo development, fetal physiology, implantation or
maternal adaptations.
Figure 54: NIHR CRNCC awards – number of awards by establishment of pregnancy.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic within the category ‘Pregnancy-related conditions’

A total of 66 awards focused on one or more pregnancy-related conditions (Figure 51), of which 19 each
focused on pre-eclampsia and fetal abnormality and growth, and 15 on diabetes in pregnancy (Figure 55).
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Figure 55: NIHR CRNCC awards – number of awards by pregnancy-related condition.

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic within the category ‘Provision and quality of care’

The most frequently used subcategory within ‘Provision and quality of care’ was ‘Screening, diagnostics
and prognostics’ (n=53) (Figure 56). The number of awards focusing on other subcategories was
substantially smaller than that of the ‘Screening, diagnostics and prognostics’ subcategory.
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Figure 56: NIHR CRNCC awards – number of awards by provision and quality of care.59

Source: RAND Europe analysis of funding data provided by NIHR.

Funding activity by topic within the category ‘Treatment’

A total of 32 awards had a focus on drug treatment and 9 awards studied any other treatment (e.g.
pessary, cervical cerclage) (Figure 57).
Figure 57: NIHR CRNCC awards – number of awards by treatment.

Source: RAND Europe analysis of funding data provided by NIHR.
Funding activity by birth/pregnancy outcome

Twenty awards had a focus on preterm birth. This was followed by 13 awards each focusing on stillbirth
and preterm labour (Figure 58).

59

Only ‘Other’ and ‘Specific types of care’ subcategories with three or more awards were singled out in this figure.
‘Other’ subcategories with fewer than three awards were summarised under ‘Other’, and ‘Specific types of care’
subcategories with fewer than three awards under ‘Specific types of care (other)’.
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Figure 58: NIHR CRNCC awards – number of awards by birth/pregnancy outcome.

Source: RAND Europe analysis of funding data provided by NIHR.
Funding activity by topic within the category ‘Wider outcomes’

‘Neonatal outcomes’ was the most frequent subcategory of ‘Wider outcomes’, with 40 awards in this
topic. Seventeen awards each also focused on child health and maternal mental health (Figure 59).
Figure 59: Number of awards by wider outcomes.

Source: RAND Europe analysis of funding data provided by NIHR.
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3.4. Industry data
A total of 53 awards were identified that were supported by industry. Funding data were unavailable for
the majority of these, so our analysis focused on number of projects only.

3.4.1. Funding activity by research type
The most frequently funded type of project was clinical trials (n=25). For many awards (n=14) the
research type was unclear, in part because we only have titles for a number of awards (Figure 60).
Figure 60: Industry awards – Number of awards by research type.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.

3.4.2. Funding activity by stage of pregnancy
Most awards were focused on pregnancy (n=28), followed by labour and birth and the postnatal stage
(both n=12, Figure 61).
Figure 61: Industry awards – Number of awards by stage of pregnancy.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.
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Funding activity by topic
Overview

Overall, most awards focused on treatment (n=27). Very few awards covered issues related to the
establishment of pregnancy (n=5, Figure 62).
Figure 62: Industry awards – number of awards by topic.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.

Funding activity by topic within the category ‘Context’

Of the awards in the category, the most common topic covered was behaviour: diet and nutrition with 5
awards (Figure 63).
Figure 63: Industry awards – number of awards by context.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.
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Funding activity by topic within the category ‘Establishment of pregnancy’

Very few industry awards covered issues related to the establishment of pregnancy (Figure 64).
Figure 64: Industry awards – number of awards by establishment of pregnancy.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.

Funding activity by topic within the category ‘Pregnancy-related conditions’

Diabetes in pregnancy was the most frequently funded topic in this category (Figure 65).
Figure 65: Industry awards – number of awards by pregnancy-related condition.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.

Funding activity by topic within the category ‘Provision and quality of care’

Most of the awards within this category pertain to screening, diagnostics and prognostics (n=10, Figure
66).
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Figure 66: Industry awards – number of awards by provision and quality of care.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.

Funding activity by topic within the category ‘Treatment’

Most of the awards in this category focus on drug treatment (n=20, Figure 67)
Figure 67: Industry awards – number of awards by treatment.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.

Funding activity by topic within the category ‘Birth/pregnancy outcomes’

The most commonly studied topic with the ‘birth or pregnancy outcomes’ category was preterm birth
(n=8, Figure 68).
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Figure 68: Industry awards – number of awards by birth/pregnancy outcome.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.

Funding activity by topic within the category ‘Wider outcomes’

Within wider outcomes, 4 awards looked at maternal physical health, and 3 at child health (Figure 69).
Figure 69: Number of awards by wider outcomes.

Source: RAND Europe analysis of funding data from multiple sources as set out in Section 2.1.1.
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4. Task B results: Contextualisation of research spend

4.1. Introduction
Pregnancy research funding figures can be hard to contextualise on their own. Supplementing such
information with data on the health needs and health spend of pregnancy and other conditions, as well as
the research spend on such conditions, allows more meaningful conclusions to be drawn. Furthermore, a
2006 UK governmental review into the allocation of medical research funding across public bodies
recommended that the impact of conditions on both the population and the economy should be
considered when determining society’s health priorities, as well as research priorities (Cooksey 2006).
In order to contextualise the funding of pregnancy research in the UK we attempted to gain a better
understanding of the health impacts of pregnancy, as well as the landscape that pregnancy and pregnancyrelated research sits in, particularly in the context of the UK from 2013 to 2017. This was done by
undertaking a brief literature summary of the costs associated with poor pregnancy outcomes – presented
in Section 4.2 below – and analysing numerous sources of data to better understand the health needs,
health spend and research funding associated with pregnancy, and how these relate to other conditions
(also presented in Section 4.2 below).
Note that this chapter sets out the results of the work only – analysis and comparison with findings from
the other tasks is provided in the accompanying policy report.

4.2. Costs associated with poor pregnancy outcomes
As outlined in Section 2.2.4 (which discussed the limitations of the contextualisation work), data on the
health needs and health spend associated with pregnancy and pregnancy-related conditions do not
distinguish between needs and spend related to standard pregnancies and those related to complications
surrounding pregnancies. In order to gain a better understanding of the costs associated with nonstandard pregnancies, a brief search and summary of relevant literature was undertaken. In summary, poor
pregnancy outcomes related to complications (e.g. preterm birth and low birthweight), or risky behaviours
during pregnancy (e.g. smoking), are associated with considerably higher economic costs.

4.2.1. Pregnancy complications
In the literature considering the costs associated with poor pregnancy outcomes related to complications,
several papers were identified and reviewed considering complications such as preterm birth, low birthweight, stillbirth, and high-risk and multiple pregnancies (i.e. women giving birth to more than one
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child). Overall, women who suffer from such complications during pregnancy incur significantly greater
healthcare costs during pregnancy and for some time afterwards.

Preterm birth
Preterm birth is a factor that can increase the costs associated with pregnancy, both in terms of birth costs
and in costs throughout life. Infants that are born prematurely have increased direct medical costs – due
to heightened risk of neonatal ICU admission and of hospital admission beyond the neonatal period – as
well as increased indirect costs from social and education services, lost productivity, home adaptations,
informal carers and other non-medical costs (Petrou 2019). After pregnancy and birth, there are longterm costs associated with prematurity, including costs associated with cerebral palsy, mental retardation,
vision impairment and hearing loss, as well as informal care provision for preterm infants, loss of
productivity for parents of preterm infants and psychological distress, anxiety and depression of parents
and family members (Frey and Klebanoff 2016).
Gestational age tends to be inversely related with pregnancy costs, despite differences in follow-up times
and costs included between studies that have looked at the costs of prematurity. The costs associated with
prematurity are around $100,000 for early prematurity, $10,000–30,000 for moderate prematurity and
less than $4,500 for late prematurity (Soilly et al. 2014). One estimate suggests that the costs of preterm
birth to the public sector in the UK are £2.946 billion over the long term for each annual cohort
(Mangham et al. 2009). In a review of the literature on the economic consequences of preterm birth and
low birthweight, Petrou (2003) found that direct hospital costs for newborns weighing less than 1kg were
on average 75 per cent higher than for babies born weighing between 1–1.49kg, and were on average
more than four times higher than direct hospital costs for newborns weighing at least 1.5kg. Furthermore,
in the first year of life, babies born weighing less than 1.5kg incurred significantly higher medical costs
than those weighing 1.5kg or more. Similarly, newborns weighing less than 1kg at birth were observed to
have significantly higher health services utilisation in the first 8–9 years of their lives.

Multiple pregnancies
Multiple pregnancies can also result in additional costs in provision of care. In an observational study of
four district hospitals in southeast England over 15 months, Mistry et al. (2007) compared the healthcare
costs for multiple pregnancies (i.e. women giving birth to more than one child) to the costs for high-risk
and low-risk singleton pregnancies. Multiple pregnancies were found to be substantially more costly than
low-risk single-child pregnancies, with antenatal costs nearly double the cost for low-risk singleton
pregnancies, and the obstetric costs – due to 63 per cent of births being by caesarean section – £1,000
higher at £3,393 on average. However, women having high-risk singleton pregnancies as a result of
pregestational diabetes were found to have slightly greater costs than those having multiple pregnancies on
average.

Stillbirths
Stillbirths are a pregnancy complication associated with significant costs, both in terms of tangible and
intangible costs. The direct costs of stillbirth have been estimated at $1,450–8,067, and it is estimated
that costs are approximately 10–70 per cent greater for stillbirths compared to live births (Heazell et al.
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2016). There are also additional costs from stillbirths associated with increased fetal monitoring in
subsequent pregnancies, which cost approximately £558–1,735 more than pregnancies for women whose
previous birth was an uncomplicated birth, as well as indirect costs from funerals and cremations and
productivity losses.
Along with these costs, there are also significant costs to the NHS from post-mortem examinations and
investigations that occur after stillbirth. Costs of post-mortem examinations and NHS investigations
ranged from £1,242–1,804 per stillbirth, and the total costs of litigation and damages paid by the NHS
from 2003–2007 – derived from 62 cases – were more than £1.76m (Mistry et al. 2013). In this time, the
cost of care for subsequent pregnancies for women with previous stillbirths was over £15.1m (Mistry et al.
2013).
In a systematic review undertaken to better understand the economic consequences of stillbirths globally,
Heazell et al. (2016) found that direct financial costs (including investigation into cause of death) varied
from $1,450 to $8,067, and care costs associated with stillbirths were 10–70 per cent higher than care
costs associated with livebirths. Moreover, the productivity of bereaved families was found to be
significantly impacted, through absenteeism and presenteeism: 10 per cent of parents stayed off work for
6 months afterwards and productivity was greatly reduced when they did return, with as little as 26 per
cent of normal productivity after 30 days, rising to 63 per cent after 6 months. Finally, families were also
found to incur significant funeral and burial or cremation costs.
Stillbirth is also associated with intangible psychological and social costs such as grief, anxiety and fear,
relationship breakdown, decreased care for surviving siblings, social isolation and presenteeism, and
psychological effects on healthcare professionals (Heazell et al. 2016; Murphy and Cacciatore 2017;
Ogwulu et al. 2015).

Perinatal mental health
Perinatal depression and anxiety are also a significant sources of cost in terms of pregnancy complications.
The total lifetime costs of perinatal depression per patient are estimated to be £75,728, and the total
lifetime costs of perinatal anxiety are £34,811, including costs such as health and social care costs,
productivity losses, quality-of-life-related costs and behavioural and health costs for children. The
majority of these costs are associated with negative impacts on children, with the minority of costs being
associated with negative impacts on women. This translates to a cost of £8,500 for every woman giving
birth in the UK, and an aggregated cost of £6.6 billion per year (Bauer et al. 2014).

4.2.2. Lifestyle and risk behaviours
With respect to the literature considering the costs associated with poor pregnancy outcomes related to
lifestyle issues, two papers were identified on smoking and obesity. These papers find that women who
smoke or are overweight or obese incur substantially higher healthcare costs during pregnancy. In their
analysis of neonatal healthcare costs associated with smoking during pregnancy using secondary data from
the US, Adams et al. (2002) found that maternal smoking increased the relative risk of newborns being
admitted to a neonatal intensive care unit (NICU) by nearly 20 per cent. Maternal smoking was found to
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add over $700 in neonatal costs, which amounts to a cost of almost $367m across the US (in 1996 US
dollars).
Morgan et al. (2014) undertook a retrospective prevalence-based study to estimate the direct healthcare
costs associated with being obese or overweight during pregnancy in Wales. After adjusting for maternal
age, ethnicity and comorbidities, women who were overweight or obese had mean total costs respectively
23 per cent and 37 per cent higher than those not overweight. Adjusting for smoking and alcohol
consumption did not significantly impact the results. The paper found that women of a healthy weight
had a mean direct healthcare cost estimate of £3,546, whereas overweight and obese women had a mean
cost estimate of £4,244 and £4,717 respectively.
In conclusion, the contextualisation work undertaken in the remainder of this chapter does not
distinguish between health needs and health spend associated with poor pregnancy outcomes and those
associated with standard pregnancy outcomes. The literature on costs associated with poor pregnancy
outcomes highlights the types of poor pregnancy outcomes that exist, from low birth-weight to stillbirth,
and demonstrates that there are significant economic costs associated with these outcomes.

4.3. Estimates of the costs to the NHS of pregnancy complications
Although the NHS does not separate costs associated with regular pregnancy care from costs associated
with avoidable pregnancy complications, there is some literature available on the cost of pregnancy
complications. We extracted information from relevant reviews, including those discussing the costs of
pregnancy complications including perinatal depression, perinatal anxiety, stillbirth, preterm birth and the
cost of different delivery modes and the cost of birth in different settings.
Although there is no widespread classification system that would allow for a direct comparison of costs
and outcomes across different modes of delivery, there is some evidence that can provide cost estimates,
which suggests that instrumental vaginal delivery and planned caesarean sections (CS) are more costly
than uncomplicated vaginal deliveries (Fahy et al. 2013). For example, a 2001 study found that the costs
of an uncomplicated vaginal delivery in the UK ranged from £629–1,298, compared to £1,512–4,337 for
a planned caesarean section (Henderson et al. 2001: reviewed in Fahy et al. 2013). This difference in cost
between delivery modes continues after the initial delivery. Also, a 2002 study in Scotland found
significant differences between total costs of delivery modes for the first two months post-partum: £1,698
for spontaneous vaginal delivery, £2,262 for instrumental vaginal delivery and £3,909 for a planned CS
(Petrou and Glazener 2002: reviewed in Fahy et al. 2013). There are also additional costs associated with
certain pregnancy complications. The additional cost for an external cephalic version (compared to a
normal spontaneous vaginal birth) was estimated to be £187 in a 2001 study, and the additional cost for
an assisted breech delivery were estimated to be £425, although both of these were less costly than an
elective CS for uncomplicated breech pregnancies (James et al. 2001: reviewed in Fahy et al. 2013). Table
10 provides an overview of some of the complications and conditions covered in the literature and the
costs and impacts associated with them.
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Table 10: Summary of costs and outcomes associated with complications of pregnancy based on
a review of the literature.
Condition
or outcome
Perinatal
depression

Perinatal
anxiety
Stillbirth

Preterm birth

Different
modes of
delivery

Estimated costs

Other impacts not quantified

Up to £75,728 over lifetime of mother and
child for costs associated with health and
social care, suicide, health-related quality-oflife losses and productivity losses (for
women), and preterm birth, infant death,
emotional,
intellectual
and
conduct
problems (for children)
Up to £34,811 over lifetime of mother and
child based on same costs as above.
$1,450–8,067 (direct costs)
£558–1,735 (cost of increased fetal
monitoring for subsequent pregnancy as
compared to woman with previously
uncomplicated birth)
£1,242–1,804 (post-mortem examinations
and NHS investigations)
£1.76m (62 cases of litigation and
damages paid by the NHS 2003–2007)
£15.1m (subsequent pregnancy care for
women with previous stillbirth)

$100,000
for
early
prematurity,
$10,000–30,000
for
moderate
prematurity
Less than $4,500 for late prematurity

Indirect costs: funerals and
cremations, productivity losses,
presenteeism
Psychological and social costs
such as grief, anxiety.
depression, social isolation and
fear, relationship breakdown,
decreased care for surviving
siblings and psychological
effects on healthcare
professionals

Increased indirect costs from
social and education services,
lost productivity, home
adaptations, informal carers
and other non-medical costs
Cerebral palsy, mental
retardation, vision impairment,
hearing loss
Informal care provision, lost
productivity for parents,
psychological distress, anxiety
and depression of parents and
family members

Review found no internationally accepted
childbirth cost/outcome classification for
comparison across modes of delivery.
Estimates from reviewed studies in the UK:
Costs of an uncomplicated vaginal delivery
in the UK ranged from £629–1,298,
compared to £1,512–4,337 for a planned
caesarean section (CS)
Costs of first 2 months post-partum: £1,698
for spontaneous vaginal delivery, £2,262
for instrumental vaginal delivery and
£3,909 for a planned CS
Additional cost compared to normal
spontaneous vaginal delivery: £187 for
external cephalic version and £425 for
assisted breech delivery

Source: RAND Europe analysis of multiple sources as specified.
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The NHS also accrues costs associated with litigation when pregnancy outcomes are poor. As described by
Dickson et al. (2016), litigation costs associated with pregnancy are amongst the highest in terms of costs
reported to the NHS Litigation Authority. It is highlighted that ‘between 2000 and 2009, over 5,000
claims were made totalling £3.1 billion’ (NHS Litigation Authority 2012, p.4). More recently, the
litigation claims related to pregnancy were around fifty times the current pregnancy research
spend, estimated at £2.5bn in 2018–19 (NHS Resolution 2019).

4.4. Contextualisation of pregnancy research funding, health needs and
health spend
4.4.1. Health needs across the UK
In order to quantify pregnancy-related health needs in the UK, data were collected on the incidence of
births and maternities annually across England, Wales, Scotland and Northern Ireland, as well as DALYs
caused by pregnancy and pregnancy-related conditions.60 Further information on the data collected and
methods used to analyse them can be found in Section 2.2.

Condition prevalence
From 2013–2017 a total of 3.9 million births occurred, resulting from 3.8 million maternities across the
UK, which translates to an average of 775,890 births per year resulting from 763,642 maternities per year.
Figure 70 shows the average number of maternities annually over the five years from 2013 to 2017
compared to the prevalence of cancer, heart disease, dementia and stroke in 2012. The number of
individuals in the population who suffer with dementia is similar to the number of women having
maternities, while nearly three times the number of people have heart disease and cancer compared to
maternities.
Figure 70: Prevalent cases of different health conditions, in millions.

Source: RAND Europe analysis, building on work of Luengo-Fernandez et al. (2015).

60

The World Health Organisation defines DALYs as: ‘One DALY can be thought of as one lost year of “healthy”
life. The sum of these DALYs across the population, or the burden of disease, can be thought of as a measurement of
the gap between current health status and an ideal health situation where the entire population lives to an advanced
age, free of disease and disability’ (WHO 2019).
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DALYs
A total of 1.8 million DALYs in the UK from 2013–2017 were attributable to pregnancy and pregnancyrelated conditions (which includes both the mother and newborn child), the equivalent to 356,109
DALYs annually. DALYs attributable to pregnancy and pregnancy-related conditions accounted for 1.97
per cent of all DALYs during this period. Figure 71 highlights the average number of annual DALYs
attributable to pregnancy and pregnancy-related conditions over the five years from 2013 to 2017
compared to the number of DALYs attributable to cancer, heart disease, dementia and stroke in 2012. A
similar number of DALYs are attributable to both pregnancy and dementia each year, but considerably
more are attributable to heart disease, and significantly more to cancer. It is worth noting that there are a
number of limitations to the use of DALYs in this context. Firstly, many pregnancies have positive
outcomes and/or are not subject to complications, so this metric does not capture or account for those
cases. Secondly, the implications and costs (societal, and to the NHS) from poor pregnancy outcomes can
be long-term and these longer term implications – on child health or long-term maternal health – will not
be captured by this analysis.
Figure 71: DALYs attributable to different health conditions.

Source: RAND Europe analysis, building on work of Luengo-Fernandez et al. (2015).

4.4.2. Health spend across the UK
In order to quantify NHS spend on pregnancy and pregnancy-related conditions across the UK,
programme budgeting data – which provide a framework for estimating NHS expenditure across different
health conditions over the whole care pathway – were collected from numerous sources.61 Further
information on the data collected and methods used to analyse them can be found in Section 2.2.

NHS expenditure
The NHS across the UK spent a total of £28.9bn on ‘maternity and reproductive health’ and ‘neonates’
from 2013–2017. On average this accounted for £5.8bn expenditure per annum, making up 4.62 per

61

NHS Networks (2019).
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cent of expenditure in the NHS across the whole of the UK. Figure 72 displays the average annual NHS
expenditure on pregnancy and pregnancy-related conditions over the five years from 2013 to 2017
compared to the NHS expenditure on cancer, heart disease, dementia and stroke in 2012. The NHS
spends more on pregnancy than any other condition considered, and considerably more than stroke,
dementia and heart disease.
Figure 72: NHS spend on different health conditions, in £ billions.

Source: RAND Europe analysis, building on work of Luengo-Fernandez et al. (2015).

4.4.3. Research funding across the UK
In order to compare the funding for pregnancy-related research to research funding for other health
conditions treated by the NHS across the UK, data were collected from a study considering different
health conditions and levels of research funding for those conditions in the UK.62 Furthermore, data on
the total level of health research funding in the UK in 2014 were obtained from the UK Clinical Research
Collaboration analysis of UK health research.63 Further information on the data collected and methods
used to analyse them can be found in Section 2.2.

Overall research funding
A total of £255.1m was spent on pregnancy research from 2013–2017 in the UK, meaning an annual
average spend during that period of £51m. Given that, according to HRA analysis, overall UK health
research expenditure (direct, non-industry) in 2014 was £2.03bn, on average, funding for pregnancy
research accounted for 2.4 per cent of funding for all health research annually.64 Figure 73 shows the
average annual level of research funding for pregnancy and pregnancy-related conditions over the five
years from 2013 to 2017 compared to the research funding for cancer, heart disease, dementia and stroke
in 2012. It is worth noting that research funding for pregnancy and pregnancy-related conditions does

62

Luengo-Fernandez et al. (2015).

63

UKCRC (2014).

64

UKCRC (2014).
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not include all infrastructure spending, whereas the other conditions do, as explained in Section 2.2.
Pregnancy and stroke research receive a similar level of research funding, which is lower than dementia
and heart disease and considerably lower than cancer research.
Figure 73: Research funding for different health conditions, in £ millions.

Source: RAND Europe analysis, building on work of Luengo-Fernandez et al. (2015).

Research funding and health need
Figure 74 highlights the average annual level of research funding per maternity over the five years from
2013 to 2017, compared to the research funding per case for cancer, heart disease, dementia and stroke in
2012. Pregnancy research receives less funding per case than dementia and heart disease research, and
considerably less than cancer research, although more than stroke research per case.
Figure 74: Research funding per case for different health conditions, in £.

Source: RAND Europe analysis, building on work of Luengo-Fernandez et al. (2015).
The average annual level of research funding per DALY attributable to pregnancy and pregnancy-related
conditions over the five years from 2013 to 2017, compared to the research funding per DALY
attributable to cancer, heart disease, dementia and stroke in 2012 is shown in Figure 75. Unlike research
funding per case, pregnancy research funding per DALY is relatively high, receiving a similar amount to
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heart disease research, somewhat less than dementia and cancer research, and considerably more than
stroke research per DALY.
Figure 75: Research funding per DALY for different health conditions, in £.

Source: RAND Europe analysis, building on work of Luengo-Fernandez et al. (2015).

Research funding and health spend
Figure 76 outlines the average annual level of research funding per £1m spent on pregnancy and
pregnancy-related conditions in the NHS over the five years from 2013 to 2017, compared to the
research funding per £1m spent on cancer, heart disease, dementia and stroke in the NHS in 2012.
Pregnancy research receives considerably less funding per £1m spent by the NHS across the UK than
stroke, dementia, heart disease and cancer funding per £1m spent.
Figure 76: Research funding for every £1m spent in the NHS for different health conditions, in £.

Source: RAND Europe analysis, building on work of Luengo-Fernandez et al. (2015).
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5. Task C results: Prioritisation exercise

5.1. Generating a shortlist of potential research priorities
As set out in Section 2.3.1, we generated a longlist of potential research priorities through three
approaches: analysis of existing documentation on research priorities (e.g. guidelines, systematic reviews,
policy documents); crowdsourcing ideas from expert stakeholders; and a workshop with members of the
public. This resulted in a longlist of 364 potential topics to include in the survey. We then analysed this
list, removing duplicates and aggregating similar topics wherever possible, to produce a shortlist of 78
topics to be used in the survey. To provide structure to the survey and analysis we also grouped these into
13 categories. The final list of topics and categories is provided in Section B.1.3. Note that this also
includes a ‘reduced topic name’, a shorter topic name used for the purpose of analysis (e.g. to include in
tables and graphs). A longlist of priorities generated through the three approaches mentioned is provided
in Annex B. Note that this chapter sets out the results of the work only – analysis and comparison with
findings from the other tasks is provided in the accompanying policy report.

5.2. Prioritisation survey
5.2.1. Profile of respondents
We received a total of 592 complete responses (i.e. those where information beyond the simple
demographics was provided) to the survey. As shown in Table 11, the largest number of responses came
from members of the public, followed by healthcare professionals. Numbers were sufficient from three
groups – researchers, health professionals and members of the public – to warrant subgroup analysis of the
results. We present findings for these three groups and for survey respondents as a whole throughout this
chapter. Note that all information regarding respondent experience is self-reported, and also that
individuals were permitted to select more than one response. This results in double counting – notably in
terms of healthcare professionals and researchers, since many respondents (n=70) hold dual roles.
We requested additional information on the area of work for two groups: healthcare professionals and
researchers. Figure 77 shows the data provided on research area. Although this was specifically intended
for researchers responding to the survey, we also received some responses from healthcare professionals,
reflecting their own research experience, as denoted in the figure.
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Table 11: Summary of profile of survey respondents.

Respondent group
Academic/Researcher
Charity or PPIE organisation
Funding or policymaker
Health professional
Other participant
Member of the public
Professional body
Total
Source: RAND Europe analysis.

Total number of respondents
158
27
2
212
6
250
7
592

Figure 77: Academic background of survey respondents.

Source: RAND Europe analysis.
For healthcare professionals, we also requested information on the respondent’s professional role. This is
summarised in Figure 78. Note that we have a large proportion of midwives within the respondent group,
which may have influenced the topics selected.
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Figure 78: Professional role of healthcare professionals responding to survey.

Source: RAND Europe analysis.

5.2.2. Analysis of topics selected by respondents as one of their ‘top 5’ priorities
At the end of the prioritisation survey, respondents were asked to select their ‘top 5’ priority topics from
the full list of 78 topics. This analysis looks at the proportion of survey respondents selecting each topic in
their ‘top 5’, initially for all survey respondents, and then with comparisons made between different
respondent groups (i.e. public, researchers and healthcare professionals). Throughout this chapter and the
subsequent analysis, shading is used on the graphs and in tables to denote in which of the 13 broad
categories the topics fall, enabling at-a-glance analysis of similar topics. Table 12 below provides the
colour associated with each category.
Table 12: Colours used to represent different categories throughout the survey analysis.
Conception and family planning
Assisted reproduction and fertility
Managing other health conditions throughout pregnancy
Perinatal mental health
Pregnancy complications and care during pregnancy
Screening during pregnancy
Health-related behaviours and environment during pregnancy
How pregnancy care is organised and delivered
Care during labour
Preterm birth
Pregnancy loss
Inequalities
Support and care for families after birth
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Results for all survey respondents
Based on an analysis of ‘top 5’ priorities, the highest priority topic was related to perinatal mental health –
specifically ‘How can we prevent and manage mental health problems during and after pregnancy?’ – as
was the second highest priority topic – ‘How do birth experiences affect women's postnatal mental
health?’. Other high priority topics related to medications that are safe to take during pregnancy,
stillbirth, breastfeeding support, preterm birth, inequalities, and nausea and vomiting in pregnancy
(Figure 79).
Lower priority topics included chickenpox during pregnancy, ovarian hyperstimulation syndrome,
assessing risks in pregnant women with rare diseases, and screening for placenta praevia and prenatal
alcohol exposure (Figure 80).
Figure 79: Top 10 priority topics, by the percentage of all respondents including the topic as one
of their 'top 5' priorities.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
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Figure 80: Lowest 10 priorities based on proportion of all respondents selecting the topic as a
'top 5' priority.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.

Results by stakeholder group
We note some variation in priority topics between stakeholder groups. Figure 81 shows the top 15 topics
overall, and illustrates the proportion of respondents from each stakeholder group who include this topic
within their ‘top 5’. We see that although all groups agree on the highest priority topic, there is some
variation beyond this. Figure 82 and Figure 83 show the 10 highest and lowest priority topics,
respectively, for members of the public. Figure 84 and Figure 85 show the 10 highest and lowest priority
topics, respectively, for healthcare professionals. Figure 86 and Figure 87 show the 10 highest and lowest
priority topics, respectively, for researchers. Full data tables setting out the proportion of respondents
selecting each topic as a ‘top 5’ priority – for all respondents and for each respondent group – are
provided in Annex B.
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Figure 81: Highest 15 topics by proportion of all respondents selecting as a 'top 5' priority –
differences in proportion of respondents selecting topic as a 'top 5' priority, by stakeholder
group.

Topic
Preventing & managing mental health problems
Birth experiences and postnatal mental health
Medications safe to take during pregnancy
Detecting/reducing the risk of stillbirth
Supporting breastfeeding
Reducing/preventing preterm birth
Inequalities in pregnancy outcomes by level of
deprivation
Nausea and vomiting in pregnancy
Preventing/caring for pre-eclampsia
Long-term effects of induction
Preventing/managing small-for-gestational-age
fetuses
Ethnic inequalities in pregnancy outcomes
Continuity of Midwife care
Effectiveness of current postnatal care
Support women to make informed decisions

All
respondents
(n=592)

Healthcare
professionals
(n=212)

Public
patients
(n=250)

and

25.30%

25.90%

22.00%

25.30%

13.00%

12.70%

14.80%

10.80%

12.70%

7.50%

14.80%

11.40%

12.50%

15.10%

9.20%

14.60%

11.00%

6.60%

14.80%

7.60%

9.80%

12.30%

6.80%

16.50%

9.60%

14.20%

5.60%

11.40%

9.00%

4.70%

11.20%

8.90%

8.60%

8.00%

7.20%

13.30%

8.40%

10.80%

7.20%

10.10%

8.30%

11.80%

2.00%

17.70%

7.90%

10.40%

1.60%

17.10%

7.90%

10.80%

5.20%

9.50%

7.60%

8.50%

6.40%

11.40%

7.60%

7.50%

7.20%

7.00%

Researchers
(n=158)

Source: RAND Europe analysis.
Figure 82: Top 10 priorities by proportion of members of the public selecting topic as a 'top 5'
priority.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
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Figure 83: Lowest 10 priorities by proportion of members of the public selecting as a 'top 5'
priority.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
Figure 84: Top 10 priorities by proportion of healthcare professionals selecting topic as a 'top 5'
priority.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
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Figure 85: Lowest 10 priorities by proportion of healthcare professionals selecting topic as a 'top
5' priority.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
Figure 86: Top 10 priorities by proportion of researchers selecting topic as a 'top 5' priority.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
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Figure 87: Lowest 10 priorities by proportion of researchers selecting as a 'top 5' priority.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.

5.2.3. Analysis of topics rated by respondents as being a ‘very high priority’
In the survey, respondents were asked to rate the priority level of each topic from ‘lower priority’ to ‘very
high priority’. Respondents could also choose not to rate some topics, or say ‘don’t know’. This analysis
looks at the proportion of respondents rating each topic as a ‘very high priority’. We present the analysis
below, firstly for all survey respondents, and then by comparing different respondent groups (i.e. public,
health professionals and researchers).

Results for all survey respondents
The highest priority topic identified related to perinatal mental health – specifically ‘How can we prevent
and manage mental health problems during and after pregnancy?’. Other high priority topics were
perinatal mental health, stillbirth and pregnancy loss, supporting breastfeeding, improving long-term
child outcomes, reducing domestic violence during pregnancy, and medications safe to take during
pregnancy (Figure 88).
Lower priority topics included chickenpox during pregnancy, ovarian hyperstimulation syndrome,
screening for placenta praevia and prenatal alcohol exposure, awareness and use of preconception care,
detecting and caring for ectopic pregnancy, antenatal screening for low-risk women, alternative
reproductive technologies (ART), and managing epilepsy in pregnancy (Figure 89).
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Figure 88: Top 10 priority topics by percentage of respondents selecting topic as ‘very high
priority’.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
Figure 89: Lowest 10 priority topics by percentage of respondents selecting topic as ‘very high
priority’.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
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Results by stakeholder group
We note some variation in priority topics between stakeholder groups. Figure 90 shows the top 15 topics
overall, and illustrates the proportion of respondents from each stakeholder group rating this topic as a
‘very high priority’. We see that there is some disagreement between groups, although across all groups, a
large proportion of respondents consider these topics to be a ‘very high priority’ in most cases. Figure 91
shows the 10 topics most frequently rated as a ‘very high priority’ for healthcare professionals. Figure 92
shows the 10 topics most frequently rated as a ‘very high priority’ for members of the public. Figures 93
shows the 10 topics most frequently rated as a ‘very high priority’ for researchers. Full data tables setting
out the proportion of respondents selecting each topic at each priority level, for all respondents and for
each respondent group, are provided in Annex B.
Figure 90: Highest 15 topics by proportion of all respondents selecting as a ‘very high priority’ –
differences in proportion of respondents selecting as a ‘very high priority’ by stakeholder group.

All
respondents
Topic
(n=592), %
Birth experiences and postnatal mental health 47.1
Preventing & managing mental health problems 46.3
Detecting/reducing the risk of stillbirth
41.4
Identifying women at risk of mental health
problems
38
Improving long‐term child outcomes
36
Understanding cause of stillbirth
34.6
Supporting breastfeeding
33.8
Reducing domestic violence during pregnancy
33.6
Medications safe to take during pregnancy
33.4
Effectiveness of alternatives to medication for
mental health treatment
32.8
Care available for experience of pregnancy loss 32.8
Mix of Midwives needed for safe care
31.8
Risks and benefits of drugs for mental health
30.1
Preventing and caring for pre‐eclampsia
29.6
Impacts of stress on healthcare staff on care
29.6

Source: RAND Europe analysis.
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Healthcare
professionals
(n=212), %
46.2
44.8
42

Public and
patients
(n=250), %
50.8
46.4
39.6

Researchers
(n=158), %
38.6
44.3
44.3

36.8
42
30.2
34
33
27.4

38.8
26.4
37.2
34.8
30.8
36.8

35.2
50
38.6
30.7
39.8
39.8

29.2
26.9
42.5
24.5
31.1
40.6

35.2
36
26.8
34.4
26
22.8

34.1
31.8
18.2
30.7
37.5
21.6
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Figure 91: Top 10 priority topics by the percentage of healthcare professionals selecting the topic
as a ‘very high priority’.

Colour shading denotes broad category of topics, as specified in Table 12. Source: RAND Europe analysis.
Figure 92: Top 10 priority topics by the percentage of members of the public selecting the topic
as a ‘very high priority’.

Colour shading denotes broad category of topics, as specified in Table 12. Source: RAND Europe analysis.
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Figure 93: Top 10 priority topics by the percentage of researchers selecting the topic as a ‘very
high priority’.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.

5.2.4. Analysis of categories rated as ‘very high priority’ or ‘lower priority’
Results for all survey respondents
We analysed the categories, which consist of groups of different topics, in two ways: either by proportion
of respondents selecting at least one topic in that category at a particular level (e.g. as a ‘high priority’), or
by the average priority level across the category (e.g. proportion of respondents rating topics in that
category as a ‘high priority’, on average across all the topics in that category).
Figure 94 and Figure 95 show data on the proportion of respondents selecting at least one topic within
each category as either a ‘very high priority’ or a ‘lower priority’. Perinatal mental health is the most
highly rated category, with 64 per cent of respondents selecting at least one topic as a ‘very high priority’.
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Figure 94: Percentage of all respondents selecting at least one topic within categories at different
priority levels.
Category
Perinatal mental health
Managing other health conditions throughout pregnancy
Pregnancy complications
Care during labour
Pregnancy loss
How pregnancy care is organised and delivered
Health‐related behaviours and environment during pregnancy
Support and care for parents after birth
Preterm birth
Conception and family planning
Inequalities
Assisted reproduction and fertility
Screening during pregnancy

Very high priority
64.2%
62.0%
61.5%
54.2%
53.5%
53.1%
52.1%
51.3%
37.9%
35.5%
33.4%
31.6%
25.8%

Lower priority
14.3%
30.2%
24.1%
26.0%
11.0%
24.5%
26.2%
24.1%
6.5%
30.1%
9.7%
30.9%
38.4%

Source: RAND Europe analysis.
Figure 95: Percentage of all respondents selecting at least one topic within categories as a ‘lower
priority’ or ‘very high priority’.

Source: RAND Europe analysis.
Figure 96 shows the proportion of respondents indicating different priority levels on average across
categories. Again, we see a high level of priority placed on perinatal mental health and pregnancy loss
categories.
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Figure 96: Proportion of respondents indicating different priority levels on average across
categories.

Source: RAND Europe analysis.

Results by stakeholder group
Figure 97 and Figure 98 show the proportion of respondents in each stakeholder group selecting at least
one topic within each category as either a ‘very high priority’ or a ‘lower priority’, respectively. Broadly the
results are similar across stakeholder groups for most categories.
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Figure 97: Percentage of respondents in each stakeholder group selecting at least one topic
within categories as a 'very high priority'.

Source: RAND Europe analysis.
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Figure 98: Percentage of respondents in each stakeholder group selecting at least one topic
within categories as a ‘lower priority’.

Source: RAND Europe analysis.

5.2.5. Analysis of relative importance of topics within categories
The following sections provide figures presenting the number of respondents who selected individual
topics as a ‘very high priority’ and a ‘lower priority’ for each category (Figure 99 to Figure 124). Colour
shading throughout denotes the broad category into which the topics fall (as specified in Table 12). The
full text of each topic, as provided in the survey, can be found in Table 8.
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Conception and family planning
Figure 99: Percentage of all respondents rating as 'very high priority' for topics in conception
and family planning.

Source: RAND Europe analysis.
Figure 100: Percentage of all respondents rating as 'lower priority' for topics in conception and
family planning.

Source: RAND Europe analysis.
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Assisted reproduction and fertility
Figure 101: Percentage of all respondents rating as 'very high priority' for topics in assisted
reproduction and fertility.

Source: RAND Europe analysis.
Figure 102: Percentage of all respondents rating as ‘lower priority' for topics in assisted
reproduction and fertility.

Source: RAND Europe analysis.
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Managing other health conditions throughout pregnancy
Figure 103: Percentage of all respondents rating as 'very high priority' for topics in managing
other health conditions throughout pregnancy.

Source: RAND Europe analysis.
Figure 104: Percentage of all respondents rating as ‘lower priority' for topics in managing other
health conditions throughout pregnancy.

Source: RAND Europe analysis.
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Perinatal mental health
Figure 105: Percentage of all respondents rating perinatal mental health topics 'very high
priority'.

Source: RAND Europe analysis.
Figure 106: Percentage of all respondents rating topics in perinatal mental health ‘lower priority'.

Source: RAND Europe analysis.
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Pregnancy complications
Figure 107: Percentage of all respondents rating as 'very high priority' for topics in pregnancy
complications.

Source: RAND Europe analysis.
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Figure 108: Percentage of all respondents rating as ‘lower priority' for topics in pregnancy
complications.

Source: RAND Europe analysis.

Screening during pregnancy
Figure 109: Percentage of all respondents rating as 'very high priority' for topics in screening
during pregnancy.

Source: RAND Europe analysis.
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Figure 110: Percentage of all respondents rating as ‘lower priority' for topics in screening during
pregnancy.

Source: RAND Europe analysis.

Health-related behaviours during pregnancy
Figure 111: Percentage of all respondents rating as ‘very high priority' for topics in health-related
behaviours during pregnancy.

Source: RAND Europe analysis.
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Figure 112: Percentage of all respondents rating as ‘lower priority' for topics in health-related
behaviours during pregnancy.

Source: RAND Europe analysis.

How pregnancy care is organised and delivered
Figure 113: Percentage of all respondents rating as ‘very high priority' for topics in how
pregnancy care is organised and delivered.

Source: RAND Europe analysis.
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Figure 114: Percentage of all respondents rating as ‘lower priority' for topics in how pregnancy
care is organised and delivered.

Source: RAND Europe analysis.

Care during labour
Figure 115: Percentage of all respondents rating topics in care during labour as ‘very high
priority'.

Source: RAND Europe analysis.
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Figure 116: Percentage of all respondents rating as ‘lower priority' for topics in care during
labour.

Source: RAND Europe analysis.

Preterm birth
Figure 117: Percentage of all respondents rating as ‘very high priority' for topics in preterm birth.

Source: RAND Europe analysis.
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Figure 118: Percentage of all respondents rating as ‘lower priority' for topics in preterm birth.

Source: RAND Europe analysis.

Pregnancy loss
Figure 119: Percentage of all respondents rating as ‘very high priority' for topics in pregnancy
loss.

Source: RAND Europe analysis.

109

RAND Europe
Figure 120: Percentage of all respondents rating as ‘lower priority' for topics in pregnancy loss.

Source: RAND Europe analysis.

Inequalities
Figure 121: Percentage of all respondents rating as ‘very high priority' for topics in inequalities.

Source: RAND Europe analysis.
Figure 122: Percentage of all respondents rating as ‘lower priority' for topics in inequalities.

Source: RAND Europe analysis.
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Support and care for parents after birth
Figure 123: Percentage of all respondents rating as ‘very high priority' for topics in support and
care for parents after birth.

Source: RAND Europe analysis.
Figure 124: Percentage of all respondents rating as ‘lower priority’ for topics in support and care
for parents after birth.

Source: RAND Europe analysis.

5.2.6. Comparison of priorities by category to funding in those categories
To facilitate comparison between Task C and Task A, we mapped the topic-level funding analysis from
Task A against the broad categories used to group topics in the prioritisation survey. Figure 125 provides
the level of funding identified against the categories used in Task C. Figure 126 provides the number of
projects from the core analysis against the categories used in Task C.
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Figure 125: Funding value by category, core analysis.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
Figure 126: Number of projects by category, core analysis.

Colour shading denotes the broad category into which the topics fall as specified in Table 12. Source: RAND
Europe analysis.
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Annex A. Research tools and information forms

A.1. List of funders approached to request the provision of funding
data
Public funders


Chief Scientist Office (CSO) Scotland



Division for Social Care and Health Research (Wales)



Health and Care Research Wales



Health and Social Care Research and Development (HSC R&D) Division of Public Health
Agency, Northern Ireland



National Institute for Health Research (NIHR)

Non-public funders


Action Medical Research for Children



Action on Hearing Loss



Arthritis Research UK



Association of Medical Research Charities (AMRC)



Baby Lifeline



Birth Companions



Bliss



Borne



British Academy



British Heart Foundation



Cancer Research UK



Children with Cancer UK



Diabetes UK



Emma’s Diary – Genesis Research Trust



Epilepsy Research UK



Fight for Sight



Great Ormond Street Hospital Children’s Charity



Guy’s and St Thomas’ Charity



Medical Research Scotland
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Meningitis Research Foundation



Miscarriage Association



National Childbirth Trust (NCT)



Northern Ireland Chest, Heart & Stroke



Obstetric Anaesthetists Association



Royal Academy of Engineering



Royal College of Midwives



Royal College of Obstetricians and Gynaecologists



Royal Society



Royal Society of Medicine



Sands



Sparks



The Academy of Medical Sciences



The Health Foundation



The Lullaby Trust



Tommy’s



Wellbeing of Women
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A.2. Workshop with women and their partners
A.2.1. Workshop leaflet
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A.2.2. Workshop agenda
Time

Theme

11:00–11:20

Welcome, information sheet and consent forms, and icebreaker

11:20–11:55

Introduction to the workshop, presentation of research gaps identified in the literature and Q&A

11:55–12:05

Coffee and tea break

12:05–12:20

Breakout groups: discussion about ‘Anything you would like to add or that you were surprised to
see on the list of research gaps identified?’

12:20–12:45

Plenary: presentation and discussion of key findings discussed in the breakout groups

12:45–12:50

Activity: participants are asked to write down their personal answer to ‘If you were given £1m to
spend on research, what topics would you want to fund?’

12:50–13:00

Wrap up and feedback

A.2.3. Workshop information sheet and consent form
Study to identify priorities in pregnancy research: Participant information document
What is the purpose of this study?
The Government’s Department of Health and Social Care wants to understand which questions about
pregnancy are currently being studied by researchers in the UK, and which questions about pregnancy
should be studied in the future. This will help the Government decide how much money to spend on
pregnancy research in future, and which topics to focus on.
What is the purpose of this group discussion?
To understand which questions about pregnancy should be studied in future, we are asking different
people about what they think is important. We are speaking to doctors, midwives, researchers,
policymakers, people who work at pregnancy charities and women and their families.
The purpose of this discussion is for us to ask pregnant women, recently pregnant women, women who
are trying to have a baby and their partners for their ideas about the most important pregnancy research
topics.
Why should I take part?
We think that women and their families should have a say in pregnancy research. If you take part in this
group discussion, you will help us understand what matters to women and their families. You will also
learn more about pregnancy topics currently studied in the UK.
What will happen if I decide to take part?
If you would like to take part in the group discussion, you will be asked to carefully read this participant
information document. After you have read the document, we will ask you to tell us if you agree or
disagree with how we will use the information you share during the group discussion.
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What will I get if I take part?
If you take part, you will get a £30 shopping voucher at the end of this group discussion. We will also
cover any reasonable travel expenses. Refreshments will be provided.
What will happen during the group discussion?
First, we will go through this participant information document to make sure that you know what our
study and this group discussion is about. You will then be asked to let us know if you agree or disagree
with how we use the information you share today.
We will then tell you more about our study and what we have found out so far.
We will then have an open group discussion with you and the other participants. This group discussion
will be like a conversation and we invite you to openly share what you think about questions we will ask.
If you have any questions during the group discussion, you can ask them any time. If you brought your
children to this discussion, you will be free to care for them at any time.
How long will the group discussion take?
We expect the group discussion to take 2 hours. We will have a break during the discussion.
Who will know that I am taking part in the study?
Everything you say during the discussion will be kept strictly confidential by us. We will take notes during
the discussion. The notes will be stored on password-protected computers and servers, and only members
of the research team will have access to them. Any information shared with us will be kept in compliance
with the legal requirements of the General Data Protection Regulation (GDPR) 2018.
We will use the results of the group discussion to write a report, which will be made public. In this report,
we will not include your name or your contact details.
Who is doing this study and who is funding it?
We are researchers who work at RAND Europe, a not-for-profit research organisation based in
Cambridge. RAND Europe’s aims are to help improve policy- and decision-making through research and
analysis. We conduct research studies for a wide range of organisations and institutions, including UK
Government organisations, European governments and institutions, national and international charities,
foundations, universities and companies. If you would like to know more about RAND Europe, please
ask

a

member

of

the

research

team,

send

an

email

to pregnancy@rand.org

or

visit

www.rand.org/randeurope.html.
This study is funded by the Government’s Department of Health and Social Care.
What will be the outcomes of this study?
In our final study report, we will describe our results and give recommendations for organisations that
fund research about the pregnancy topics they should spend money on. The recommendations will show
what different people, including you, think are the most important pregnancy topics.
What if I don’t want to participate anymore?
If you don’t want to take part anymore, you can let us know during the discussion at any time. If you
change your mind later, you can also contact us at pregnancy@rand.org.
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Study to identify priorities in pregnancy research: Your consent
If you decide to take part in this group discussion, we ask you to carefully read the statements below and
let us know if you agree or disagree with them by ticking either ‘yes’ or ‘no’. This will allow us to use what
you say during the discussion in line with what you agreed and in compliance with the legal requirements
(General Data Protection Regulation 2018).
What information will we collect and how will it be used?
We would like to take notes during the group discussion. We will use our notes to write a report, which
will be publicly available. In this report, we will not include your name or your contact details, or any
other information that could be linked directly to you.
We will save the notes on password-protected computers and servers.
Your agreement to take part in this group discussion
Please tick either ‘yes’ or ‘no’ under each of the following statements. If you have any questions or
concerns about the statements, please let us know.
1. The research team has satisfactorily explained to me what this group discussion is about.
Yes



No



2. I agree to take part in this group discussion.
Yes



No



3. I agree that RAND Europe researchers can take notes during this group discussion.
Yes



No



4. I agree that RAND Europe researchers can use the notes they take during the discussion to write
a final research report, which will be publicly available.
Yes



No



5. I agree that my name and contact details will not be included in the final report.
Yes



No



6. I agree that RAND Europe researchers can store any notes they take on password-protected
computers and servers until they have completed the project.
Yes



No



7. I agree that RAND Europe will destroy the notes they take during the group discussion after the
project has been completed.
Yes



No



Should you change your mind on any of the statements, please contact RAND Europe at
pregnancy@rand.org.
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You will also get a copy of this document.

__________________________
Your name

__________________________
Date and your signature

A.3. Prioritisation survey: Questionnaire
[Page 1]

Help us identify the top pregnancy research priorities65
This is a survey to identify the most important questions for future pregnancy research66 in the UK. It
is part of a wider study on pregnancy research funding in the UK. In the survey, we invite you to choose
your priority research questions. Further details about the survey and wider study are below.
Who is doing this survey?
This priority-setting exercise is part of a study being carried out by RAND Europe.67 This study has been
commissioned by the National Institute for Health Research (NIHR) and The Wellcome Trust on
behalf of the UK Clinical Research Collaboration (UKCRC).
What is the study about?
The aims of this study are to review current pregnancy research funding in the UK and to identify
pregnancy research needs, priorities and gaps which should be addressed in the future. We will ask you
about priorities organised into different areas (e.g. managing existing conditions such as diabetes during
pregnancy, mental health, and miscarriage and stillbirth). Each of these questions is optional: if you do
not want to give an answer, you can skip any question.
Why do your views matter to us?
The views of different groups of people – in particular those of women and their partners, of researchers
conducting pregnancy research and of those providing pregnancy care – are important when it comes to

65

The survey included links to external pages as well as definitions of several terms, which were provided when
hovering with the cursor over an underlined term. In this document, these links and definitions are provided as
footnotes.
66

For this study, we define ‘pregnancy research’ as any type of research where the primary intention is to improve
human pregnancy outcomes and experiences of mothers, babies or families. However, we exclude neonatal care
delivered to the baby if the care is not related to the pregnancy.
67

https://www.rand.org/randeurope.html
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defining future pregnancy research priorities. This survey helps identify the research questions that are
most relevant to and might affect different groups of people.
How were these research questions identified?
Research questions were identified using three sources: (1) a crowd-sourcing exercise68 to collect questions
for future pregnancy research; (2) a workshop with women and their partners; and (3) a review of
literature and documents about pregnancy research. To cover as many topics as possible without making
the survey overly long, it has been necessary to condense the identified research questions to a list of
overarching questions.
How long will it take to complete the survey?
If you provide answers to all questions, it should take you 15 minutes to complete the survey.
Where can I find more information about this study?
Please visit https://www.rand.org/randeurope/research/projects/uk-pregnancy-research-needs.html to
learn more about this study. If you have any other questions, please feel free to contact us at
pregnancy@rand.org.

[Page 2]

Privacy Notice
About the project
RAND Europe has been commissioned by the National Institute for Health Research (NIHR) and
The Wellcome Trust on behalf of the UK Clinical Research Collaboration (UKCRC) to conduct a
study on UK pregnancy research needs and priorities and how these compare to the current funding
landscape. This project will support the work of the UKCRC Pregnancy Research Review Subgroup,
which was established in response to a recommendation in the annual report of the Chief Medical Officer
2014 (‘The Health of the 51%: Women’69). This survey is part of the study and aims to identify the
most important questions for future pregnancy research in the UK.
Who is conducting this research?
RAND Europe is conducting the study. RAND Europe is a not-for-profit research organisation based in
Cambridge, UK that helps improve policy and decision making through research and analysis. The study
was commissioned on behalf of the UKCRC, who are the data controller for any data you submit.

68

https://docs.google.com/spreadsheets/d/1nvOWgQPsJBPWRBPRfJ_2fRWxxnVUKgJEpTeoDASZpdE/edit#gid=0
69

https://www.gov.uk/government/publications/chief-medical-officer-annual-report-2014-womens-health
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What data will be collected?
RAND Europe is collecting respondents’ views about the research questions pregnancy researchers should
address in the future.
The survey will also ask you to indicate the country you live in, and you will be asked to indicate if you or
your partner have been, plan to or want to become pregnant. You will also be asked to indicate your
professional affiliation (e.g. health professional, academic/researcher, representative of a professional body,
representative of a charity or patient and public involvement organisation, representative of a funding
body and/or a policymaker). If you are an academic/researcher, you will be asked to indicate your main
research area. If you are a health professional, you will be asked to specify your professional category. This
information will help us understand which groups of people are responding to this survey and which
research questions are important to which groups of people.
This survey will also collect personal data. Personal data means any information about an individual from
which that individual can be identified. In this survey, we will ask you to optionally provide your contact
details (your name, your email address and your profession) if you are interested in further involvement
with this study. We will also ask you to optionally provide your email address if you would like to be
informed about the results of this study.
What will the data be used for?
Responses to the survey will be analysed and aggregated to inform a report to be prepared for the NIHR,
The Wellcome Trust and the UKCRC. In this report, any responses to this survey will be reported in
anonymised form.
Optionally provided contact details may be used to contact you if you indicated your interest in further
involvement with this study or to contact you if you indicated your interest in being informed about the
results of this study. Contact details will be kept separate from other survey responses and we will not link
them to any survey input you provide.
How will data be collected and how will the data be shared?
The data will be collected through a survey hosted on SmartSurvey. The data will be stored on
SmartSurvey and then downloaded to RAND Europe servers where they will be stored in password
protected folders. Only SmartSurvey and the research team at RAND Europe carrying out the study will
have access to your data.
No data will be saved on servers or shared with processors outside the UK or the European Economic
Area.
What is the legal basis for processing the data?
Your data will be processed in accordance with the General Data Protection Regulation 2016 (GDPR).
The lawful basis for RAND Europe’s use of that data under the GDPR is the ‘legitimate interest’. We are
required by law to ensure that we protect the data we collect. To ensure your privacy, RAND Europe will
not include any personal identifiers. No attempt will be made to combine the information you have
provided in order to identify you and in doing so your data is pseudo-anonymised.
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How will the data be kept secure?
The research team at RAND Europe have put appropriate security measures in place to keep personal data
secure and to prevent any unauthorised access to or use of them. Data will be stored on secure servers.
The research team will collect and store all data in accordance with the Data Protection Act (2018) and
GDPR (General Data Protection and Regulation) requirements.
How long will RAND Europe keep the data?
Your data will be destroyed after the research is completed and the project published.
What choices do you have in our use of your data?
You may contact RAND Europe at any time to request deletion of your personal data.
What are your rights?
RAND Europe operates in accordance with UK and EU law including GDPR. You are provided with
certain rights that you may have the right to exercise through us.
In summary those rights are:


To access, correct, or erase your data.



To object to the processing of your data.

If you wish to exercise any of these rights please contact the RAND Europe Data Protection Officer by
email at REdpo@rand.org or in writing to Data Protection Officer, RAND Europe, Westbrook Centre,
Milton Road, Cambridge, CB4 1YG, UK. Please use the reference ‘Pregnancy research review’ in any
correspondence.
Where you request information from us we will need to confirm your identity to ensure the security of
your data. We will endeavour to respond within 30 days but our response time may vary depending on
the complexity of your request. A fee will not normally be charged unless a request is considered to be
without basis, repetitive, or excessive. Where we request a fee it shall always be reasonable.
How can you contact the research team?
You may contact the Evaluation team with any questions via email or phone:
RAND Europe pregnancy research review team: pregnancy@rand.org, +44 1223 353329

[Page 3]

About you
Which of the following describe you (please select all that apply)?* [more than one answer
allowed]


I or my partner was pregnant in the past.



I am or my partner is currently pregnant.
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I am and/or my partner is planning to become pregnant.
I am a health professional.



I am an academic/researcher in an area related to pregnancy.



I am a representative of a professional body.



I am a representative of a charity or patient and public involvement organisation.



I am a representative of a funding body and/or a policymaker.



Other (please specify):
[OPEN TEXT BOX]

Where do you live? [single choice]


England



Northern Ireland



Scotland



Wales



Other country (please specify):
[OPEN TEXT BOX]

[Page 3a: if ‘I am a health professional.’ was selected.]

About you
Please specify which of the following is closest to your professional category. [single choice]


Obstetrician



Paediatrician



Gynaecologist



General practitioner



Psychiatrist



Midwife



Surgeon



Nurse



Healthcare assistant



Sonographer



Counsellor



Other (please specify):
[OPEN TEXT BOX]
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[Page 3a: if ‘I am an academic/researcher.’ was selected.]

About you
Please specify which of the following is closest to your research area. [single choice]


Social and behavioural



Health economics



Health services



Public health and epidemiology



Clinical health research



Discovery and translational health research



Other (please specify):
[OPEN TEXT BOX]

[Page 4]
On the next pages, we will present potential future pregnancy research70 questions and ask you to assign a
priority level to each research question. The research questions are organised into the following 13 areas:


Contraception and family planning



Assisted reproduction and fertility



Managing other health conditions during pregnancy



Mental health related to pregnancy



Pregnancy complications and care during pregnancy



Screening during pregnancy



Health-related behaviours (e.g. diet, substance misuse) during pregnancy



Social factors (e.g. deprivation, ethnicity, geography) related to pregnancy



How pregnancy care is organised and delivered



Care during labour and outcomes for women and babies



Preterm birth



Miscarriage and stillbirth



Support and care for parents after birth

Each question on the 13 areas is optional: If you do not want to give an answer to any of them, please
click on ‘Next’ to go to the next question.

70

For this study, we define ‘pregnancy research’ as any type of research where the primary intention is to improve
human pregnancy outcomes and experiences of mothers, babies or families. However, we exclude neonatal care
delivered to the baby if the care is not related to the pregnancy.
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Contraception and family planning
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
Below we list some research questions that pregnancy researchers could address related to
contraception and family planning. Please assign a priority level to each question.

How can we improve awareness and
use of preconception care?

Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority































What are the long-term effects of
contraception on fertility, cancer and
miscarriage?
How can women (and men) be
healthier before embarking on
pregnancy?

[Page 6]

Assisted reproduction and fertility
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
If you hover with your cursor over an underlined term (if you are not using a mobile device), a definition
of the term will be provided.
Below we list some research questions that pregnancy researchers could address related to
assisted reproduction 71 and fertility. Please assign a priority level to each question.
Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority





















How does ovarian hyperstimulation
syndrome72 occur and what can we do
to address it?
How can we make assisted
reproduction 73 safer and more
effective?

71

Assisted reproduction treatments help people become pregnant. One type is in vitro fertilisation (IVF).

72

Ovarian hyperstimulation syndrome is a rare complication of in vitro fertilisation (IVF) treatment, where too
many eggs develop in the ovaries. It can be painful and severe cases can be dangerous.
73

Assisted reproduction treatments help people become pregnant. One type is in vitro fertilisation (IVF).
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What are the long-term effects of
assisted reproduction 74 on women and































their children?
What are the risks of older women
having babies and how does age affect
fertility?
How can we improve fertility of women
with endometriosis75?

[Page 7]

Managing other health conditions during pregnancy
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
Below we list some research questions that pregnancy researchers could address related to
managing other health conditions during pregnancy. Please assign a priority level to each
question.

What medication is safe to take during
pregnancy?
How does pregnancy/motherhood
affect those with long-term conditions?
How can we best care for and treat
pregnant women with epilepsy?

Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority



























































































How can we improve care for women
with diabetes (during pregnancy and
prior to conception)?
How can we improve care for obese
women during pregnancy and labour?
How can we reduce obesity in
pregnancy?
What are the risks to babies if women
are obese during pregnancy?
What are the diagnosis and treatment
options for women diagnosed with
cancer during pregnancy?
How can we assess risks in pregnancy
for women with rare diseases?

74

Assisted reproduction treatments help people become pregnant. One type is in vitro fertilisation (IVF).

75

Endometriosis is a long-term condition where the tissue that lines a woman's womb grows in other places.
Symptoms can include pain and difficulty getting pregnant.

136

Pregnancy research review
[Page 8]

Mental health related to pregnancy
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
Below we list some research questions that pregnancy researchers could address related to
mental health related to pregnancy. Please assign a priority level to each question.
Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority





























































How can we prevent and manage
mental health problems during and after
pregnancy?
How can we best identify women at
risk of mental health problems during
and after pregnancy?
How do birth experiences affect
women’s postnatal mental health?
How effective are alternatives to
medication to treat mental health
problems during and after pregnancy?
What are the risks and benefits of
drugs to treat mental health problems
during and after pregnancy?
What is the impact of poor mental
health on conception and pregnancy
outcomes?

[Page 9]

Pregnancy complications and care during pregnancy
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
If you hover with your cursor over an underlined term (if you are not using a mobile device), a definition
of the term will be provided.
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Below we list some research questions that pregnancy researchers could address related to
pregnancy complications and care during pregnancy. Please assign a priority level to each
question.
Lower

Medium

High

Very high

priority

priority

priority

priority

No opinion







































































How can we best detect and care for
women with ectopic pregnancy76, and
what are the long-term impacts?
Why do women have severe nausea
and vomiting in pregnancy, and what
are the long-term impacts?
How should we diagnose and treat
thromboembolism77 and pulmonary
embolism 78 in pregnancy, and what
are the risk factors?
When should women be tested
for gestational diabetes79 in
pregnancy, and what are the most
effective interventions to support those
diagnosed?
How can we prevent and care for
women with pre-eclampsia80 or
suspected pre-eclampsia?
How can we best prevent, diagnose
and manage small-for-gestational-age
81

fetuses ?
Which interventions during pregnancy
improve (long-term) child outcomes
and are cost-effective?

76

In an ectopic pregnancy, the fertilised egg implants itself outside the womb. It won’t develop into a baby and
could put the woman’s health at risk.
77

Blockage of blood vessels (veins or arteries) by a blood clot.

78

Blockage of an artery in the lungs, typically by a blood clot.

79

Gestational diabetes is a condition of high blood sugar that develops during pregnancy and usually goes away after
birth. It can cause problems for the mother and baby during and after the pregnancy.
80

Pre-eclampsia causes high blood pressure in the mother. It can cause serious complications for mother and baby.

81

A small-for-gestational-age fetus is a fetus that is smaller than expected for the number of weeks of pregnancy. Its
health may be at risk during pregnancy, birth and afterwards.
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Screening during pregnancy
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
If you hover with your cursor over an underlined term (if you are not using a mobile device), a definition
of the term will be provided.
Below we list some research questions that pregnancy researchers could address related to
screening during pregnancy. Please assign a priority level to each question.
Lower

Medium

High

Very high

priority

priority

priority

priority

No opinion



















































What antenatal screening should be
provided to women not identified as
high risk?
Which pregnancies would benefit from
additional monitoring?
How can we screen for prenatal
alcohol exposure 82?
How should we screen for and manage
placenta praevia (low-lying
placenta)

83

and related conditions?

How should we test for and manage
chickenpox in pregnancy?

[Page 11]

Health-related behaviours during pregnancy
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.

82

Prenatal alcohol exposure occurs when a woman drinks while she is pregnant. It can have an impact on the
unborn baby’s development.
83

Placenta praevia, or low-lying placenta, is where the placenta is low in the womb and may cover the cervix –
blocking the baby’s way out at birth.
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Below we list some research questions that pregnancy researchers could address related to
health-related behaviours during pregnancy. Please assign a priority level to each question.
Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority





























































How can we improve the diet and
nutrition of pregnant women (and
breastfeeding and preconception
women)?
How does nutrition during pregnancy
affect the baby?
What are the benefits and risks of
changes to diet and physical activity
during pregnancy?
How can we reduce alcohol, drug use
and smoking in pregnancy?
How can we best support women to
be healthier during pregnancy?
How effective is midwife support in
helping women to be healthier during
pregnancy?
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Social factors related to pregnancy
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
Below we list some research questions that pregnancy researchers could address related to
social factors related to pregnancy. Please assign a priority level to each question.
Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority



















































Why do pregnancy outcomes vary
geographically, and how can these
inequalities be reduced?
Why do pregnancy outcomes vary by
ethnicity, and how can these
inequalities be reduced?
Why do pregnancy outcomes vary by
level of deprivation, and how can
these inequalities be reduced?
How can we reduce domestic violence
against women in pregnancy?
What are the role and experience of
partners during pregnancy, birth and
the postnatal period?
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How pregnancy care is organised and delivered
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
If you hover with your cursor over an underlined term (if you are not using a mobile device), a definition
of the term will be provided.
Below we list some research questions that pregnancy researchers could address related to
how pregnancy care is organised and delivered. Please assign a priority level to each
question.
Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority

















































































How can we best support pregnant
women to make informed decisions
about their care – before and during
labour?
How is funding allocated for different
elements of maternity care, and is this
appropriate?
For maternity care to be safe, how
many midwives are needed, and what
mix of skills should they have?
What are the costs and benefits
of continuity of care 84 from midwives
during pregnancy?
How does time of day affect labour,
birth and women’s experiences, and
what does this mean for maternity unit
management?
How does stress impact the care
healthcare staff give to pregnant
women, and how can we help these
staff cope with stress?
How does communication between
health professionals and parents
impact on safety in pregnancy and
what needs to be done to improve this
communication?
How can we encourage midwives,
health visitors and other healthcare
professionals to work together more?

84

Continuity of care from midwives means that a woman is seeing the same midwife for all appointments.

141

RAND Europe
[Page 14]

Care during labour and outcomes for women and babies
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
If you hover with your cursor over an underlined term (if you are not using a mobile device), a definition
of the term will be provided.
Below we list some research questions that pregnancy researchers could address related to
care during labour and outcomes for women and babies. Please assign a priority level to
each question.

How can non-drug interventions help
manage pain in labour?
What are the long-term effects of
induction of labour85 for women?
Why are rates of induction of labour86
increasing?

Lower

Medium

High

Very high

No opinion

priority

priority

priority

priority

















































































How can we best detect when babies
are in breech position 87 and manage
their birth?
How can we maximise success of
vaginal births after previous Caesarean
sections?
Why are Caesarean section rates
increasing, and how can they be
reduced?
How do we best treat tears caused by
birth, and what is the best method of
delivery in future pregnancies?
How should we treat postpartum
haemorrhage 88?

85

Induction of labour refers to treatments or processes that should stimulate labour. Labour can be induced through
for example inserting a tablet or gel into the vagina.
86

Induction of labour refers to treatments or processes that should stimulate labour. Labour can be induced through
for example inserting a tablet or gel into the vagina.
87

Babies usually twist and turn around during pregnancy. Most babies will have moved into a head-down position
some time before birth. If this does not happen and the baby’s bottom or feet are positioned to be delivered first, it is
called ‘breech position’.
88

Postpartum haemorrhage is excessive bleeding that occurs after giving birth (either immediately after the birth or
up to six weeks later).
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How can we best deliver and improve
on fetal monitoring 89?





















What are women’s views on risk and
consent in the delivery of care during
labour and birth?
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Preterm birth
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
If you hover with your cursor over an underlined term (if you are not using a mobile device), a definition
of the term will be provided.
Below we list some research questions that pregnancy researchers could address related to
preterm birth90. Please assign a priority level to each question.

How can we reduce/prevent preterm
birth 91?
What are the long-term outcomes of
preterm birth 92?
How

should

we

feed

premature

93

babies , and help families to do this?
How can we best help families care for
premature babies94?

Lower

Medium

High

Very

high

No opinion

priority

priority

priority

priority
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Miscarriage and stillbirth
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.

89

Fetal monitoring is used to monitor the baby’s heartbeat during labour.

90

Preterm birth is a birth of a baby that takes place before 37 weeks of pregnancy.

91

Preterm birth is a birth of a baby that takes place before 37 weeks of pregnancy.

92

Preterm birth is a birth of a baby that takes place before 37 weeks of pregnancy.

93

Premature babies are babies born before 37 weeks of pregnancy.

94

Premature babies are babies born before 37 weeks of pregnancy.
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Below we list some research questions that pregnancy researchers could address related to
miscarriage and stillbirth. Please assign a priority level to each question.

Which tests and treatments detect and
reduce the risk of miscarriage?
What factors (e.g. genetic or lifestyle)
affect the risk of miscarriage?
What are the impacts of miscarriage
on women and their partners?
How can we detect and reduce the risk
of stillbirth?

Lower

Medium

High

Very

high

No opinion

priority

priority

priority

priority





























































What care is available to those who
have

experienced

miscarriage

or

stillbirth, and does it meet their needs?
The cause of death is unknown for
many stillbirths, so how can we better
understand what causes these deaths?
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Support and care for parents after birth
This question is optional. If you do not want to provide an answer, please click on ‘Next’ to go to the next
question.
If you hover with your cursor over an underlined term (if you are not using a mobile device), a definition
of the term will be provided.
Below we list some research questions that pregnancy researchers could address related to
support and care for parents after birth. Please assign a priority level to each question.
Lower

Medium

High

Very

priority

priority

priority

priority

high

No opinion









































How does quality of postnatal care
affect future conception and pregnancy
decisions?
How effective is the current system of
postnatal care, including the 6-week
postnatal check?
What postnatal treatment should women
receive who have had gestational
diabetes so they do not develop type 2
diabetes?
How

can

breastfeeding?

we

best

support
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Below we list all of the pregnancy research questions95 we have presented on the previous
pages. Please select up to 5 research questions that you think are most important.
Contraception and family planning


How can we improve awareness and use of preconception care?



What are the long-term effects of contraception on fertility, cancer and miscarriage?



How can women (and men) be healthier before embarking on pregnancy?

Assisted reproduction and fertility


How does ovarian hyperstimulation syndrome96 occur and what can we do to address it?



How can we make assisted reproduction 97 safer and more effective?



What are the long-term effects of assisted reproduction 98 on women and their children?



What are the risks of older women having babies and how does age affect fertility?



How can we improve fertility of women with endometriosis 99?

Managing other health conditions during pregnancy


What medication is safe to take during pregnancy?



How does pregnancy/motherhood affect those with long-term conditions?



How can we best care for and treat pregnant women with epilepsy?



How can we improve care for women with diabetes (during pregnancy and prior to conception)?



How can we improve care for obese women during pregnancy and labour?



How can we reduce obesity in pregnancy?



What are the risks to babies if women are obese during pregnancy?



What are the diagnosis and treatment options for women diagnosed with cancer during pregnancy?



How can we assess risks in pregnancy for women with rare diseases?

Mental health related to pregnancy


How can we prevent and manage mental health problems during and after pregnancy?



How can we best identify women at risk of mental health problems during and after pregnancy?



How do birth experiences affect women’s postnatal mental health?

95

For this study, we define ‘pregnancy research’ as any type of research where the primary intention is to improve
human pregnancy outcomes and experiences of mothers, babies or families. However, we exclude neonatal care
delivered to the baby if the care is not related to the pregnancy.
96

Ovarian hyperstimulation syndrome is a rare complication of in vitro fertilisation (IVF) treatment, where too
many eggs develop in the ovaries. It can be painful and severe cases can be dangerous.
97

Assisted reproduction treatments help people become pregnant. One type is in vitro fertilisation (IVF).

98

Assisted reproduction treatments help people become pregnant. One type is in vitro fertilisation (IVF).

99

Endometriosis is a long-term condition where the tissue that lines a woman's womb grows in other places.
Symptoms can include pain and difficulty getting pregnant.
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How effective are alternatives to medication to treat mental health problems during and after pregnancy?



What are the risks and benefits of drugs to treat mental health problems during and after pregnancy?



What is the impact of poor mental health on conception and pregnancy outcomes?

Pregnancy complications and care during pregnancy


How can we best detect and care for women with ectopic pregnancy 100, and what are the long-term impacts?



Why do women have severe nausea and vomiting in pregnancy, and what are the long-term impacts?





How should we diagnose and treat thromboembolism 101 and pulmonary embolism102 in pregnancy, and
what are the risk factors?
When should women be tested for gestational diabetes103 in pregnancy, and what are the most effective
interventions to support those diagnosed?



How can we prevent and care for women with pre-eclampsia104 or suspected pre-eclampsia?



How can we best prevent, diagnose and manage small-for-gestational-age fetuses105?



Which interventions during pregnancy improve (long-term) child outcomes and are cost-effective?

Screening during pregnancy


What antenatal screening should be provided to women not identified as high risk?



Which pregnancies would benefit from additional monitoring?



How can we screen for prenatal alcohol exposure 106?



How should we screen for and manage placenta praevia (low-lying placenta)107 and related conditions?



How should we test for and manage chickenpox in pregnancy?

Health-related behaviours during pregnancy


How can we improve the diet and nutrition of pregnant women (and breastfeeding and preconception
women)?



How does nutrition during pregnancy affect the baby?



What are the benefits and risks of changes to diet and physical activity during pregnancy?



How can we reduce alcohol, drug use and smoking in pregnancy?

100

In an ectopic pregnancy, the fertilised egg implants itself outside the womb. It won’t develop into a baby and
could put the woman’s health at risk.

101

Blockage of blood vessels (veins or arteries) by a blood clot.

102

Blockage of an artery in the lungs, typically by a blood clot.

103

Gestational diabetes is a condition of high blood sugar that develops during pregnancy and usually goes away
after birth. It can cause problems for the mother and baby during and after the pregnancy.

104

Pre-eclampsia causes high blood pressure in the mother. It can cause serious complications for mother and baby.

105

A small-for-gestational-age fetus is a fetus that is smaller than expected for the number of weeks of pregnancy. Its
health may be at risk during pregnancy, birth and afterwards.

106

Prenatal alcohol exposure occurs when a woman drinks while she is pregnant. It can have an impact on the
unborn baby’s development.

107

Placenta praevia, or low-lying placenta, is where the placenta is low in the womb and may cover the cervix –
blocking the baby’s way out at birth.
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How can we best support women to be healthier during pregnancy?



How effective is midwife support in helping women to be healthier during pregnancy?

Social factors related to pregnancy


Why do pregnancy outcomes vary geographically, and how can these inequalities be reduced?



Why do pregnancy outcomes vary by ethnicity, and how can these inequalities be reduced?



Why do pregnancy outcomes vary by level of deprivation, and how can these inequalities be reduced?



How can we reduce domestic violence against women in pregnancy?



What are the role and experience of partners during pregnancy, birth and the postnatal period?

How pregnancy care is organised and delivered


How can we best support pregnant women to make informed decisions about their care – before and during
labour?



How is funding allocated for different elements of maternity care, and is this appropriate?



For maternity care to be safe, how many midwives are needed, and what mix of skills should they have?



What are the costs and benefits of continuity of care 108 from midwives during pregnancy?






How does time of day affect labour, birth and women’s experiences, and what does this mean for maternity
unit management?
How does stress impact the care healthcare staff give to pregnant women, and how can we help these staff
cope with stress?
How does communication between health professionals and parents impact on safety in pregnancy and
what needs to be done to improve this communication?
How can we encourage midwives, health visitors and other healthcare professionals to work together more?

Care during labour and outcomes for women and babies


How can non-drug interventions help manage pain in labour?



What are the long-term effects of induction of labour109 for women?



Why are rates of induction of labour110 increasing?



How can we best detect when babies are in breech position111 and manage their birth?



How can we maximise success of vaginal births after previous Caesarean sections?



Why are Caesarean section rates increasing, and how can they be reduced?



How do we best treat tears caused by birth, and what is the best method of delivery in future pregnancies?



How should we treat postpartum haemorrhage 112?

108

Continuity of care from midwives means that a woman is seeing the same midwife for all appointments.

109

Induction of labour refers to treatments or processes that should stimulate labour. Labour can be induced
through for example inserting a tablet or gel into the vagina.

110

Induction of labour refers to treatments or processes that should stimulate labour. Labour can be induced
through for example inserting a tablet or gel into the vagina.

111

Babies usually twist and turn around during pregnancy. Most babies will have moved into a head-down position
some time before birth. If this does not happen and the baby’s bottom or feet are positioned to be delivered first, it is
called ‘breech position’.
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How can we best deliver and improve on fetal monitoring 113?



What are women’s views on risk and consent in the delivery of care during labour and birth?

Preterm birth


How can we reduce/prevent preterm birth 114?



What are the long-term outcomes of preterm birth115?



How should we feed premature babies116, and help families to do this?



How can we best help families care for premature babies117?

Miscarriage and stillbirth


Which tests and treatments detect and reduce the risk of miscarriage?



What factors (e.g. genetic or lifestyle) affect the risk of miscarriage?



What are the impacts of miscarriage on women and their partners?



How can we detect and reduce the risk of stillbirth?



What care is available to those who have experienced miscarriage or stillbirth, and does it meet their needs?



The cause of death is unknown for many stillbirths, so how can we better understand what causes these
deaths?

Support and care for parents after birth


How does quality of postnatal care affect future conception and pregnancy decisions?



How effective is the current system of postnatal care, including the 6-week postnatal check?




What postnatal treatment should women receive who have had gestational diabetes so they do not develop
type 2 diabetes?
How can we best support breastfeeding?

Is there any pregnancy research question you think is important but is missing in the above
list? Please add any missing research question here:
[OPEN TEXT BOX]

112

Postpartum haemorrhage is excessive bleeding that occurs after giving birth (either immediately after the birth or
up to six weeks later).

113

Fetal monitoring is used to monitor the baby’s heartbeat during labour.

114

Preterm birth is a birth of a baby that takes place before 37 weeks of pregnancy.

115

Preterm birth is a birth of a baby that takes place before 37 weeks of pregnancy.

116

Premature babies are babies born before 37 weeks of pregnancy.

117

Premature babies are babies born before 37 weeks of pregnancy.
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Thank you for taking the time to complete this survey!
Next steps
As the next step in our study we will compare the priorities identified in this survey to current spending in
pregnancy research. The priority research questions will then be discussed and further refined in a
workshop with people representing different professional and patient/public groups.
The results of this study will be summarised in a final report, which is expected to be published in
December 2019. This report will be used to inform future research investment in pregnancy.
Would you be potentially interested in further involvement with this study?
If so, please provide your contact details below:
First name:

[OPEN TEXT BOX]

Last name:

[OPEN TEXT BOX]

Email address:

[OPEN TEXT BOX]

Your role (e.g. member of the public, health
professional, academic/researcher):

[OPEN TEXT BOX]

Would you like to be informed about the results of this study?
If so, please enter your email address here:
[OPEN TEXT BOX]

Is there anything else you would like to tell us?
[OPEN TEXT BOX]

If

you

would

like

more

information

about

this

study,

please

visit

https://www.rand.org/randeurope/research/projects/uk-pregnancy-research-needs.html, and please do not
hesitate to contact us at pregnancy@rand.org with any questions you may have.

Please feel free to share the link to this survey (https://www.smartsurvey.co.uk/s/pregnancyresearch/) with
others who may be interested.

Please click on ‘Finish Survey’ to complete this survey.
[Finish Survey]
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Annex B. Data tables

B.1. Longlist of potential research topics for prioritisation
We generated a longlist of potential research topics through three exercises:
-

Review of the literature;

-

Crowdsourcing exercise;

-

Workshop with members of the public.

The tables below provide a longlist of the potential priority topics generated through the first two of these
approaches. In the workshops, we discussed the existing priority list and explored whether topics were
clear and if anything was missing. This was used to refine and finalise the list, and resulted in the
inclusion of a few additional topics – notably the role of fathers in pregnancy.

B.1.1. Topics from review of literature
Research priority/question/gap

Source

Prevention of preterm birth.

Yoshida et al. (2016)

Prevention of preterm birth.

Medley et al. (2018)

Caesarean sections without medical indication or need: Research Chen et al. (2018)
on ‘women who may be at risk of delivering by caesarean section
without a medical indication on need’ – e.g. women who have already
had a caesarean section or generally low-risk groups of women – is
necessary.
Caesarean sections without medical indication or need: Research Chen et al. (2018)
on ‘women who may be at risk of delivering by caesarean section
without a medical indication on need’ – e.g. women who already had
a caesarean section or generally low-risk groups of women – is
necessary.
Research settings should be areas where caesarean section rates are
high or increasing and/or more generally any settings where
maternity or delivery care is provided.
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Further research on non-clinical interventions where some (low)

Chen et al. (2018)

evidence on their effectiveness is already available is needed, e.g.:
‘Educational

interventions

targeted

at

women

or

families’,

‘Interventions targeted at healthcare professionals’ and ‘Interventions
targeted at healthcare organisations or facilities’ (p.131).
Further research on non-clinical interventions where no evidence

Chen et al. (2018)

on their effectiveness is available is needed, e.g.: ‘Use of opinion
leaders’, ‘Public dissemination of caesarean section rates’, ‘Financial
strategies for healthcare professionals or organisations’, ‘Goal setting
for caesarean section rates’, ‘Policies that limit financial/legal liability
in case of litigation of healthcare professionals or organisations (tort
reforms)’, ‘Changing the physical or sensory environment of labour
and delivery’ and ‘Strategies to change the organisational culture’
(p.130).
Research on best ways to support smoking cessation as well as on NIHR (2017)
the use of nicotine replacement therapy in pregnancy. This should
inform guidance and practice.
Research to identify new approaches to support smoking cessation. NIHR (2017)
More evidence is needed on smoking cessation interventions before

NIHR (2017)

or after pregnancy.
More evidence is needed on preventing relapse after smoking

NIHR (2017)

cessation during pregnancy.
Research should look at ‘effective ways of improving the

NIHR (2017)

nutritional status of pre-conceptual, pregnant and breastfeeding
women’ (p.18).
A focus on women from disadvantaged groups and how to

NIHR (2017)

improve their folic acid and other supplement uptake.
More research on the ‘relationship between maternal vitamin D

NIHR (2017)

status and birthweight’ (p.19).
More research on the relationship between ‘calcium concentrations

NIHR (2017)

and bone mass in newborn babies’ (p.19).
More research on the ‘potential interaction between vitamin A and

NIHR (2017)

other micronutrients’ (p.19).
Research on the recommended dose of calcium to reduce the risk

NIHR (2017)

of pre-eclampsia.
Research on the use of iron supplements prior to and during NIHR (2017)
pregnancy to reduce risk of low birthweight and preterm birth.
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Research on healthy weight before pregnancy – evidence on pre-

NIHR (2017)

pregnancy interventions to improve outcomes for obese or
overweight women is needed.
More research on dietary and lifestyle interventions for weight

NIHR (2017)

management and how these could reduce risk of pre-eclampsia,
hypertension or preterm birth is needed, and in particular about
adverse outcomes of such interventions.
Research on the impact of diet and/or physical activity on weight

NIHR (2017)

gain in pregnancy is needed, also to inform guidelines.
Research ‘on identifying and treating gestational diabetes and NIHR (2017)
reducing obesity in women of childbearing age’ (p.23).
Research on pre-pregnancy health promotion (already identified in NIHR (2017)
a review in 2009) – this should also include research on interventions
for health promotion, e.g. raising awareness among women and
professionals.
More research should be done ‘on effective interventions to reduce

NIHR (2017)

alcohol and drug use in pregnancy, and care for women around
the time of pregnancy with established substance misuse’ (p.7).
‘More research is needed about the effects of lower levels of
drinking

in

pregnancy

and

drinking

before

NIHR (2017)

pregnancy

recognition’ (p.28).
Research on the impact of vouchers, incentives and grants aiming NIHR (2017)
to support engagement and reduce inequalities.
Research on the impact of incentives to promote breastfeeding, e.g. NIHR (2017)
gifts, vouchers, breast pumps.
More research should be done on the effects of ‘novel approaches

NIHR (2017)

for antenatal depression, such as omega 3 fatty acid supplements,
depression-specific acupuncture, maternal massage and bright
light therapy’ (p.31).
Research on the clinical and cost-effectiveness of some antenatal

NIHR (2017)

and postnatal interventions to prevent the development of
postnatal depression, e.g. ‘Midwifery-redesigned postnatal care,
psychological therapies, and psychosocial, parenting or peer
support’ (p.31) is needed.
Research on approaches to management to improve mental health
during pregnancy.
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‘More research is needed to determine if universal screening or case

NIHR (2017)

finding would be beneficial in identifying individuals at risk’
(p.33).
Violence against women: Research on ‘different approaches to

NIHR (2017)

support and care for women which could reduce partner violence’
(p.7) is needed.
‘Most effective and cost-effective interventions to reduce pre-term

NHS England (2018)

birth’ (p.16).
‘Population preferences regarding place of birth and the costs of

NHS England (2018)

births in different settings (obstetric-led units, freestanding
midwifery units or at home) to ensure appropriate planning of birth
services within STPs’ (p.16).
‘The benefits of continuity of care from a midwife, or team of

NHS England (2018)

midwives, during pregnancy for different cohorts of women (e.g.
those with complex medical or social needs)’ (p.16).
‘A comparison of human milk diet with and without bovine milk

NHS England (2018)

fortifier on outcomes for preterm infants below 29 completed
weeks’ gestation’ (p.19).
‘What are the effective interventions to prevent miscarriage,

Prior et al. (2017)

threatened miscarriage and recurrent miscarriage? (e.g., lifestyle,
vitamins, aspirin, early scans, human chorionic gonadotrophin
(HCG), dopamine agonists, progestogen, polytherapy, steroids,
oestrogen, metformin, anticoagulants, intravenous immunoglobulin,
intralipid and anti-TNF-alpha)’ (p.5).
‘What are the emotional and mental health impacts of miscarriage

Prior et al. (2017)

in the short term and long term for the mother and the partner?’
(p.5).
‘What investigations are of true clinical value? (e.g., ultrasound, Prior et al. (2017)
gene sequencing, natural killer cells, thromboelastography, microarray
testing of the fetus, paternal investigations, plasminogen activator
inhibitor polymorphism)’ (p.5).
‘To what extent do pre-existing medical conditions cause
miscarriage? (e.g., vitamin deficiencies, diabetes, previous infertility,
endometriosis, polycystic ovarian syndrome, menstrual irregularities,
cervical factors, uterine anomalies, polyps, immunological factors or
previous pregnancy complications for example, caesarean section or
preterm birth)’ (p.5).
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‘What types of emotional support are effective in preventing or

Prior et al. (2017)

treating women or their partners after a miscarriage?’ (p.5).
‘Do lifestyle factors (diet, stress, exercise, weight, alcohol, sexual Prior et al. (2017)
activity, smoking, night shifts or flying) cause miscarriage?’ (p.5).
‘To what extent do genetic and chromosomal abnormalities in the

Prior et al. (2017)

fetus cause miscarriage? (p.5).
‘What preconception tests or interventions prevent miscarriage? Prior et al. (2017)
(e.g., vitamin supplements, folic acid, dehydroepiandrosterone, coenzyme Q-10 or bariatric surgery)’ (p.5).
‘What are the appropriate investigations for women after one, two,

Prior et al. (2017)

or three or more miscarriages?’ (p.5).
‘What male factors contribute towards the cause of miscarriage?’ Prior et al. (2017)
(p.5).
‘How can the structure and function of the placenta be assessed

James Lind Alliance (2015)

during pregnancy to detect potential problems and reduce the risk
of stillbirth?’
‘Does ultrasound assessment of fetal growth in the third trimester

James Lind Alliance (2015)

reduce stillbirth?’
‘Do modifiable “lifestyle” factors (e.g. diet, vitamin deficiency, sleep James Lind Alliance (2015)
position, sleep apnoea, lifting and bending) cause or contribute to
stillbirth risk?’
‘Which investigations identify a fetus which is at risk of stillbirth James Lind Alliance (2015)
after a mother believes she has experienced reduced fetal movements?’
‘Can the wider use of existing tests and monitoring procedures, James Lind Alliance (2015)
especially

in

later

pregnancy,

and

the

development

and

implementation of novel tests (biomarkers) in the mother or in early
pregnancy, help prevent stillbirth?’
‘What causes stillbirth in normally grown babies?’

James Lind Alliance (2015)

‘What is the most appropriate bereavement and postnatal care for

James Lind Alliance (2015)

both parents following a stillbirth?’
‘Which antenatal care interventions are associated with a

James Lind Alliance (2015)

reduction in the number of stillbirths?’
‘Would more accessible evidence-based information on signs and James Lind Alliance (2015)
symptoms of stillbirth risk, designed to empower women to raise
concerns with healthcare professionals, reduce the incidence of
stillbirth?’
154

Pregnancy research review
‘How can staff support women and their partners in subsequent

James Lind Alliance (2015)

pregnancies, using a holistic approach, to reduce anxiety, stress and
any associated increased visits to healthcare settings?’
‘Why is the incidence of stillbirth in the UK higher than in other

James Lind Alliance (2015)

similar high-income countries and what lessons can we learn from
them?’
‘Which interventions are most effective to predict or prevent

James Lind Alliance (2014)

preterm birth?’
‘How can infection in preterm babies be better prevented?’

James Lind Alliance (2014)

‘Which interventions are most effective to prevent necrotising

James Lind Alliance (2014)

enterocolitis in premature babies?’
‘What is the best treatment for lung damage in premature babies?’

James Lind Alliance (2014)

‘What should be included in packages of care to support parents

James Lind Alliance (2014)

and families/carers when a premature baby is discharged from
hospital?’
‘What is the optimum milk feeding strategy and guidance

James Lind Alliance (2014)

(including quantity and speed of feeding and use of donor and
formula milk) for the best long-term outcomes of premature babies?’
‘What is the best way to judge whether a premature baby is feeling

James Lind Alliance (2014)

pain (for example, by their face, behaviours or brain activities)?’
‘Which treatments are most effective to prevent early onset pre-

James Lind Alliance (2014)

eclampsia?’
‘What emotional and practical support improves attachment and

James Lind Alliance (2014)

bonding, and does the provision of such support improve outcomes
for premature babies and their families?’
‘Which treatments are most effective for preterm premature

James Lind Alliance (2014)

rupture of membranes?’
‘When is the best time to clamp the umbilical cord in preterm James Lind Alliance (2014)
birth?’
‘What type of support is most effective at improving breastfeeding

James Lind Alliance (2014)

for premature babies?’
‘Which interventions are most effective to treat necrotising

James Lind Alliance (2014)

enterocolitis in premature babies?’
‘Does specialist antenatal care for women at risk of preterm birth
improve outcomes for mother and baby?’
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‘What are the best ways to optimise the environment (such as light James Lind Alliance (2014)
and noise) in order to improve outcomes for premature babies?’
‘What are the long-term effects of using contraception (pills, (James Lind Alliance (2017a)
patches, rings, injections, implants, intrauterine) on fertility, cancer
and miscarriage?’
‘What are the risks and benefits to mother and baby of medication

James Lind Alliance (2016)

for bipolar (e.g. during pregnancy, childbirth and breastfeeding)?’
‘What are the risks in pregnancy (for mother and child) for

James Lind Alliance (2018)

women with rare inherited anaemia?’
‘What are the most effective ways of maximising and/or

James Lind Alliance (2017b)

maintaining fertility in women with confirmed or suspected
endometriosis?’
‘Why do women with endometriosis have difficulty getting

James Lind Alliance (2017b)

pregnant?’
Alternative therapies for patients with autoimmune rheumatic

Phillips et al. (2018)

diseases: ‘Professional guidance on what is safe and effective, holistic
approaches to care’ (p.7).
Care pathways for patients with autoimmune rheumatic diseases:

Phillips et al. (2018)

‘Personalised care planning, core support worker, ‘prudent’ healthcare,
tailored support packages, accessibility of services, ‘one stop shop’
approach’ (p.7).
Co-production in the care for patients with autoimmune

Phillips et al. (2018)

rheumatic diseases: ‘Research led by women’s experiences’ (p.7).
Information provision in the care for patients with autoimmune

Phillips et al. (2018)

rheumatic diseases: ‘Need to provide information early on, mode of
delivery (written, leaflets, use of visual materials, videos, Skype and
apps, demonstrations), pre-conception counselling, high quality,
locally relevant information on support/ resources/links, ensuring
relevant information is provided with prescriptions for medications,
provision of practical advice (tips, products/aids available)’ (p.7).
Clinical guidelines: ‘Best practice, care pathways, applicable to all Phillips et al. (2018)
health professionals who work with families (e.g. midwives and health
visitors)’ (p.7).
Equipment in the care for patients with autoimmune rheumatic
diseases: ‘Hiring/loaning equipment to support women with
pregnancy/early parenting, need for adaptation of tools/aid and
innovation to meet the needs of parents’ (p.7).

156

Phillips et al. (2018)

Pregnancy research review
Multi-disciplinary care for patients with autoimmune rheumatic

Phillips et al. (2018)

diseases: ‘Community level care, counsellors, primary and secondary
care physicians, occupational therapy, appropriate referrals’ (p.7).
Pain management in the care for patients with autoimmune

Phillips et al. (2018)

rheumatic diseases: ‘Alternatives to medical approaches, e.g. input
from physiotherapists’ (p.7).
Peer-support in the care for patients with autoimmune rheumatic

Phillips et al. (2018)

diseases: ‘Access to experiences of others & information, healthcare
professional facilitation, support for peer-supporters, online peersupport, accessing peer-support, evidence underpinning peer-support
approaches’ (p.7).
Psychological interventions for patients with autoimmune

Phillips et al. (2018)

rheumatic diseases: ‘Timely access, urgency, accessibility, use of
apps/helplines,

cost

issues,

Cognitive

Behaviour

Therapy,

counselling/talking therapies’ (p.7).
Safety of medication for patients with autoimmune rheumatic

Phillips et al. (2018)

diseases: ‘Need to build the evidence base and provide accurate
information through the whole journey from preconception to
parenting’ (p.7).
Shared decision-making in the care for patients with autoimmune

Phillips et al. (2018)

rheumatic diseases: ‘Mode of delivery (who, where, when, how?),
patient activation, building skills and knowledge, shared decisionmaking as a long-term process not a one-off event, use of decisions
aids/decision support tools’ (p.7).
Social inequalities in health: ‘Socioeconomic status, access to Phillips et al. (2018)
healthcare, gender, ethnic diversity, cultural differences’ (p.7).
Support networks in the care for patients with autoimmune

Phillips et al. (2018)

rheumatic diseases: ‘Support from relatives, involving partners in
decision making, ‘safe spaces’ for partners to explore issues,
signposting to support groups, interventions that advocate partners’
involvement’ (p.7).
Support/training for health professionals caring for patients with
autoimmune rheumatic diseases: ‘“Spotting the signs” that women
need additional support, knowledge of appropriate services’ (p.7).
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Models of midwifery-led care: ‘What are the clinical and cost

NICE (2014a)

effectiveness of midwifery-led continuity of care compared with
standard care in the UK for healthy pregnant women, their babies and
healthcare professionals throughout the antenatal, intrapartum and
postnatal periods?’
Effect of information-giving on place of birth: ‘How does the NICE (2014a)
provision of accurate, evidence-based information affect women's
decision-making processes and choice of place of birth?’
Long-term consequences of planning birth in different settings:

NICE (2014a)

‘What are the long-term consequences for women and babies of
planning birth in different settings?’
Education about the latent first stage of labour: ‘Does enhanced NICE (2014a)
education specifically about the latent first stage of labour increase the
number of nulliparous women who wait until they are in established
labour before attending the obstetric or midwifery unit (or calling the
midwife to a home birth), compared with women who do not receive
this education?’
Postpartum haemorrhage: ‘What is the most effective treatment for NICE (2014a)
primary postpartum haemorrhage?’
Expectant management before IVF: ‘What is the optimum period NICE (2013a)
of expectant management for women of different age groups before
invasive treatment such as IVF is considered?’
Embryo selection for single embryo transfer: ‘Further research is NICE (2013a)
needed to improve embryo selection to facilitate single embryo
transfers.’
Adjuvant luteal phase support treatments in IVF: ‘Further research NICE (2013a)
is needed to assess the efficacy of adjuvant luteal phase support
treatments such as low-dose aspirin, heparin,

prednisolone,

immunoglobulins and/or fat emulsions.’
Long-term safety of ovarian stimulation and ovulation induction

NICE (2013a)

for women: ‘Is there an association between ovulation induction or
ovarian stimulation and adverse long-term (over 20 years) effects in
women in the UK?’
Long-term effects of IVF with or without intracytoplasmic sperm

NICE (2013a)

injection in children: ‘What are the long-term (over 20 years) effects
of IVF with or without ICSI in children in the UK?’
Breastfeeding and hyperbilirubinaemia: ‘What are the factors that NICE (2010)
underlie the association between breastfeeding and jaundice?’
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Transcutaneous bilirubin screening and risk factors: ‘What is the NICE (2010)
comparative

effectiveness

and

cost-effectiveness

of

universal

pre-discharge transcutaneous bilirubin screening alone or combined
with a risk assessment in reducing jaundice-related neonatal morbidity
and hospital readmission?’
Transcutaneous bilirubinometers: ‘What is the comparative NICE (2010a)
accuracy of the Minolta JM-103 and the BiliChek when compared to
serum bilirubin levels in all babies?’
Interruptions during phototherapy: ‘How frequently and for how NICE (2010)
long can phototherapy be interrupted without adversely effecting
clinical outcomes?’
National registries: ‘National registries are needed of cases of NICE (2010)
significant

hyperbilirubinaemia,

kernicterus

and

exchange

transfusions.’
Parent and healthcare professional experience of phototherapy:

NICE (2010)

‘What is the experience and acceptability of phototherapy from the
perspective of parents and healthcare professionals?’
Prophylactic cervical cerclage compared with prophylactic vaginal

NICE (2015c)

progesterone for preventing preterm birth: ‘What is the clinical
effectiveness of prophylactic cervical cerclage alone compared with
prophylactic vaginal progesterone alone and with both strategies
together for preventing preterm birth in women with a short cervix
and a history of spontaneous preterm birth?’
Identifying infection in women with preterm prelabour rupture

NICE (2015c)

of membranes (P-PROM): ‘What is the diagnostic accuracy of serial
C-reactive protein testing to identify chorioamnionitis in women with
P-PROM?’
Effectiveness of ‘rescue’ cerclage: ‘What is the clinical effectiveness NICE (2015c)
of “rescue” cerclage in improving outcomes for women at risk of
preterm birth?’
Magnesium sulfate for neuroprotection: bolus plus infusion
compared with bolus alone: ‘What is the clinical effectiveness of a
bolus plus infusion of magnesium sulfate compared with a bolus alone
for preventing neurodevelopmental injury in babies born preterm?’
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Relationship between midwifery staffing and outcomes: ‘What is NICE (2015b)
the relationship between midwifery staffing and outcomes in
maternity settings in England, and what factors act as modifiers or
confounders of the relationship between midwifery staffing and
outcomes?’
Decision support methods: ‘What is the effectiveness of Birthrate NICE (2015b)
Plus compared with other decision support methods or professional
judgement for identifying safe midwifery staffing requirements and
midwifery skill mix for maternity services in England?’
Preventing postpartum psychosis: ‘What methods can improve the NICE (2014b)
identification of women at high risk of postpartum psychosis and
reduce this risk?’
The safety of drugs for bipolar disorder in pregnancy and the

NICE (2014b)

postnatal period: ‘How safe are drugs used to treat bipolar disorder
in pregnancy and the postnatal period?’
Psychological

interventions

focused

on

the

mother-baby

NICE (2014b)

relationship: ‘Are interventions designed to improve the quality of
the mother–baby relationship in the first year after childbirth effective
in women with a diagnosed mental health problem?’
Structured

clinical

management

for

moderate

to

severe

NICE (2014b)

personality disorders in pregnancy and the postnatal period: ‘Is
structured clinical management for moderate to severe personality
disorders in pregnancy and the postnatal period effective at improving
outcomes for women and their babies?’
Psychological interventions for moderate to severe anxiety

NICE (2014b)

disorders in pregnancy: ‘Are psychological interventions effective for
treating

moderate

to

severe

anxiety

disorders

(including

obsessive-compulsive disorder, panic disorder, post-traumatic stress
disorder and social anxiety disorder) in pregnancy?’
Predictive accuracy of the WPPSI-IV at age 4 years (uncorrected)
for children born preterm: ‘What is the accuracy of a Wechsler
Preschool and Primary Scale of Intelligence 4th Edition (WPPSI-IV)
assessment at age 4 years (uncorrected) for predicting later educational
difficulties in children of primary school age who were born before
28+0 weeks' gestation?’

160

NICE (2017)

Pregnancy research review
Predictive accuracy of the PARCA-R for children born preterm:

NICE (2017)

‘What is the accuracy of the parent-completed Parent Report of
Children's Abilities – Revised (PARCA-R) questionnaire carried out
at age 2 years (corrected) for predicting learning disability (intellectual
disability), language impairment and special educational needs at age
4 years (uncorrected) for children born preterm?’
Predictive accuracy of the ASQ-3 for children born preterm:

NICE (2017)

‘What is the concurrent and predictive accuracy of the parentcompleted Ages and Stages Questionnaire, 3rd edition (ASQ-3) for
detecting concurrent learning disability (intellectual disability) and
motor impairment between the ages of 2 years (corrected) and 4 years
(uncorrected) in children born preterm?’
‘Accuracy of the SDQ for predicting social, attentional,

NICE (2017)

emotional and behavioural problems in children born before
28+0 weeks’ gestation’: ‘What is the accuracy of the parent-completed
Strengths and Difficulties Questionnaire (SDQ) for predicting social,
attentional, emotional and behavioural problems in children born
before 28+0 weeks' gestation?’
‘Impact of enhanced developmental support and surveillance for

NICE (2017)

children born preterm on parents and carers’: ‘Does enhanced
developmental support and surveillance improve outcomes for the
parents and carers of children born preterm?’
Routine monitoring of the weight of babies: ‘Does routine NICE (2006)
monitoring of the weight of all low-risk babies during the first
6−8 weeks after birth reduce the incidence of serious morbidities?’
Evaluation of Baby Friendly Initiative: ‘What is the impact of the NICE (2006)
use of the Baby Friendly Initiative (BFI) on breastfeeding uptake and
duration in English and Welsh hospitals and community settings?’
The effect of peer support on severity of postnatal depression: ‘Is NICE (2006)
the severity of postnatal depression among socially isolated women
reduced by the provision of peer social support compared with
standard care?’
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‘Commission research into effective ways of improving the

NICE (2008b)

nutritional status of pre-conceptual women, pregnant and
breastfeeding women and young children. This should identify
effective ways of engaging with women both before and during
pregnancy. It should pay particular attention to:
- teenage parents, low income families and families; from minority
ethnic or disadvantaged groups
- promoting oily fish, vegetable and fruit consumption;
- helping women who may become pregnant, particularly those who
are obese, to achieve a healthy body weight prior to pregnancy;
- promoting uptake of folic acid supplements prior to conception and
the uptake of vitamin D supplements during pregnancy and while
breastfeeding.’
‘Commission research into how best to encourage and support

NICE (2008b)

women to breastfeed exclusively during the first 6 months and
how to ensure all women breastfeed for longer.’
‘As a priority, commission research on the cost-effectiveness of

NICE (2008b)

maternal and child nutrition interventions. This includes balancing
the cost of primary prevention of nutrition-related ill health against
the costs of detecting and treating disease (both short and long term).’
‘Commission research into the impact of routine growth and

NICE (2008b)

weight monitoring on child health and parenting behaviour.’
‘How can interventions to increase the uptake and effectiveness of

NICE (2013b)

stop smoking interventions in acute, maternity and mental health
settings be improved? (Examples include the identification and
referral of smokers and staff training.) What components of an
intervention help ensure someone will take up the support they are
offered? How many people in these settings complete stop smoking
treatment?’
What is the effect and acceptability of approaches that aim to

NICE (2013b)

match nicotine dose (through licensed nicotine-containing products)
to level of smoking addiction among women who are using
maternity services?’
‘Are stop smoking interventions that include incentives to quit
effective and cost effective for people using secondary care
services, including women who are pregnant or have recently given
birth?’
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‘How effective and cost effective are stop smoking interventions

NICE (2013b)

for partners of pregnant and breastfeeding women?’
Information for pregnant women: ‘Alternative ways of helping NICE (2008a)
healthcare professionals to support pregnant women in making
informed decisions should be investigated.’
Chlamydia screening: ‘Further research needs to be undertaken to NICE (2008a)
assess the effectiveness, practicality and acceptability of chlamydia
screening in an antenatal setting.’
Fetal growth and well-being: ‘Further prospective research is NICE (2008a)
required to evaluate the diagnostic value and effectiveness (both
clinical and cost-effectiveness) of predicting small-for-gestational-age
babies

using:

- customised fetal growth charts to plot symphysis–fundal height
measurement;
- routine ultrasound in the third trimester.’
The ‘Antenatal assessment tool’: ‘Multicentred validation studies are NICE (2008a)
required in the UK to evaluate the use of the 'Antenatal assessment
tool'. Using structured questions, the tool aims to support the routine
antenatal care of all women by identifying women who may require
additional care. The tool identifies women who:
- can remain within or return to the routine antenatal pathway of
care;
- may need additional obstetric care for medical reasons;
- may need social support and/or medical care for a variety of socially
complex reasons.’
Vitamin D: ‘There is a need for research into the effectiveness of NICE (2008a)
routine vitamin D supplementation for pregnant and breastfeeding
women.’
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‘Data collection and analysis of the costs and resource use associated

NICE (2016a)

with implementing high-throughput non-invasive prenatal testing
for fetal RHD genotype is recommended to show the overall cost of
testing and to inform any future update of the guidance. This may
include costs and resource use associated with:
- training for healthcare professionals;
- explaining the test to women and their families;
- test failures;
- blood sampling, giving results and counselling when needed;
- sample transport and management;
- record keeping;
- adherence to high-throughput non-invasive prenatal testing and
antenatal anti D prophylaxis.’
‘Further research is recommended on alternative postpartum testing

NICE (2016a)

strategies that do not include cord blood typing of all babies born
to rhesus-D (D) negative women. This may include:
- an audit of D results from cord blood typing compared with results
from high-throughput NIPT for fetal RHD genotype;
- research on the practicalities of implementing alternative postpartum
testing strategies.’
‘Further research is recommended on the use of repeat PlGF-based
testing (Triage PlGF test and Elecsys immunoassay sFlt-1/PlGF
ratio), with standard clinical assessment, in women presenting with
suspected pre-eclampsia between 20 weeks and 34 weeks plus 6 days
of gestation, who have had a negative PlGF-based test result (Triage
PlGF test result of 100 picograms/ml or more; Elecsys immunoassay
sFlt 1/PlGF ratio of less than 38) that was used to rule-out
pre-eclampsia […] This should include:
- exploration of the different scenarios in which repeat testing may be
indicated;
- the appropriate intervals between PlGF based tests;
- the diagnostic accuracy of PlGF based testing in women with
suspected pre-eclampsia who have previously had 1 or more negative
PlGF based test results.’
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‘Further research is recommended on the use of the Triage PlGF test

NICE (2016b)

and Elecsys immunoassay sFlt-1/PlGF ratio, with standard clinical
assessment, to rule-in pre-eclampsia in women presenting with
suspected pre-eclampsia between 20 weeks and 34 weeks plus 6 days
of gestation […] This should specifically investigate how a positive
PlGF-based test result (Triage PlGF test result of 12 picograms/ml or
less; Elecsys immunoassay sFlt 1/PlGF ratio of greater than 38) used
to rule-in pre-eclampsia would affect management decisions on time
to delivery and the outcomes associated with this.’
Preconception care for women with diabetes, insulin pump

NICE (2015a)

therapy and continuous glucose monitoring: ‘What are the roles of
insulin pump therapy (continuous subcutaneous insulin infusion) and
continuous glucose monitoring in helping women with diabetes to
achieve blood glucose targets before pregnancy?’
‘Testing for gestational diabetes’: ‘When should testing for NICE (2015a)
gestational diabetes take place – in the first or second trimester?’
‘Barriers to achieving blood glucose targets before and during

NICE (2015a)

pregnancy’: ‘What are the barriers that women experience to
achieving blood glucose targets?’
‘Risk of fetal death for women with diabetes’: ‘How can fetuses at NICE (2015a)
risk of intrauterine death be identified in women with diabetes?’
‘Postnatal treatment for women diagnosed with gestational
diabetes’:

‘Are

there

effective

long-term

NICE (2015a)

pharmacological

interventions to prevent the onset of type 2 diabetes that can be
recommended postnatally for women who have been diagnosed with
gestational diabetes?’
Early pregnancy assessment units and the management of ectopic

NICE (2019)

pregnancy and miscarriage: ‘A national evaluation of early
pregnancy assessment unit service provision should be carried out to
identify factors affecting outcomes. Factors should include whether
care is provided in a dedicated unit, staffing configuration and
opening hours of dedicated services. Outcomes should include both
process (service) outcomes and pregnancy-related outcomes. Data
collected should be used to analyse the cost effectiveness of early
pregnancy assessment units compared with other models of care.’
‘Ultrasound for determining a viable intrauterine pregnancy’:
‘How does the timing and frequency of ultrasound examination affect
diagnosis and outcomes of early pregnancy complications, including
women's experience and cost effectiveness?’
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‘Progesterone/progestogen

for

threatened

miscarriage’:

‘Are NICE (2019)

progesterone or progestogens effective in treating threatened
miscarriage?’
‘Management

of

miscarriage’:

‘In women with confirmed NICE (2019)

miscarriage, does the type of management strategy (expectant, medical
and surgical) impact on women's experience, including psychological
and emotional outcomes?’
‘Surgical compared with medical management of ectopic

NICE (2019)

pregnancy’: ‘In women with ectopic pregnancy, does the type of
intervention (laparoscopy or medical management) impact on
women's

experience,

including

psychological

and

emotional

outcomes?’
Impact of number of postnatal visits on maternal health: ‘Research Royal College of Midwives
needs to be undertaken to investigate the impact of the current (2015)
limited number of postnatal visits on maternal health and the optimal
time of discharge for women with differing health care needs’ (p.25).
Research on women’s experience of perineal support techniques.

Royal College of Midwives
(2014)

Research ‘to determine why mixed practice varies between care

Royal College of Midwives

settings and what effect this has on both short- and long-term

(2014)

outcomes for the mother’ (p.19).
‘Further research is required to identify the benefits or otherwise of

Griffiths (2018)

the baby box schemes as they become established’ (p.3).
Research ‘to compare the safety of a baby box as a safe sleep space

Griffiths (2018)

with other safe sleep spaces such as Moses baskets, bassinets or cots
for a newborn’, especially focusing on England (p.4).
‘Development, validation and pragmatic clinical evaluation of an Royal College of Obstetricians
antenatal- and/or intrapartum-based scoring system to identify

and Gynaecologists (2015a)

women at high or low risk of unsuccessful [vaginal birth after
previous caesarean delivery]’ (p.18).
‘Determine the clinical value of antenatal and intrapartum

Royal College of Obstetricians

ultrasound to predict the likelihood of successful [vaginal birth

and Gynaecologists (2015a)

after previous caesarean delivery] or uterine rupture using specific
(e.g. ultrasonographically measured myometrial scar thickness) or
combination parameters’ (p.18).
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‘Investigate the aetiology and prevention (e.g. specific antenatal

Royal College of Obstetricians

monitoring strategies, timing of delivery) of the increased risk of

and Gynaecologists (2015a)

stillbirth in women with previous caesarean delivery in the
presence or absence of other previous complications (e.g. preeclampsia, preterm delivery, small for gestational age)’ (p.18).
‘Investigate cervicometric progress in [vaginal birth after previous

Royal College of Obstetricians

caesarean delivery] labour and determine the value of timing

and Gynaecologists (2015a)

interventions to maximise [vaginal birth after previous caesarean
delivery] success and minimise uterine rupture’ (p.18).
‘Research into factors that may explain the regional and unit-based

Royal College of Obstetricians

variation in uptake of [vaginal birth after previous caesarean

and Gynaecologists (2015a)

delivery] and the factors that impact most on women accepting or
declining [vaginal birth after previous caesarean delivery] (e.g.
patient information leaflet, previous childbirth experiences, desired
family size, understanding the risk analysis during counselling, how to
reduce any decisional conflict, variation in case mix)’ (pp.18–19).
‘Investigate the use of mechanical dilators for induction of [vaginal

Royal College of Obstetricians

birth after previous caesarean delivery] labour’ (p.19).

and Gynaecologists (2015a)

‘Studies to evaluate a normal partogram for women who are obese’ Royal College of Obstetricians
(p.e96).

and Gynaecologists (2018a)

‘Studies to evaluate the safety and role of anti-obesity drugs

Royal College of Obstetricians

during pregnancy’ (p.e96).

and Gynaecologists (2018a)

‘Methods to improve antenatal fetal surveillance in women who

Royal College of Obstetricians

are obese’ (p.e96).

and Gynaecologists (2018a)

Studies to evaluate surgical techniques at caesarean birth in

Royal College of Obstetricians

women who are obese’ (p.e97).

and Gynaecologists (2018a)

‘Methods to reduce postsurgical site infection’ (p.e97).

Royal College of Obstetricians
and Gynaecologists (2018a)

‘Methods to improve the safety of mode of birth in women who

Royal College of Obstetricians

are obese after caesarean section’ (p.e97).

and Gynaecologists (2018a)

‘Studies to evaluate the risk of adverse health outcomes in the

Royal College of Obstetricians

offspring of women who are obese’ (p.e97).

and Gynaecologists (2018a)

‘Studies to evaluate the psychological needs of pregnant women

Royal College of Obstetricians

who are obese’ (p.e97).

and Gynaecologists (2018a)
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‘Studies to assess the impact of increased risks associated with

Royal College of Obstetricians

obesity on maternal emotional and psychological well-being’ and Gynaecologists (2018a)
(p.e97).
‘A randomised controlled trial should be performed in a

Royal College of Obstetricians

population of women who were not born in the UK, comparing a

and Gynaecologists (2015b)

policy of serological screening at the antenatal booking visit with
the current practice of testing only if a varicella contact occurs.
Measurable

outcomes

would

be

use

of

[varicella-zoster

immunoglobulin], rates of postnatal vaccination and cost’ (p.12).
‘Given the apparent equipoise in the literature regarding the benefit or Royal College of Obstetricians
otherwise of aciclovir, women with mild cases of chickenpox in

and Gynaecologists (2015b)

pregnancy could be recruited to a randomised controlled trial of
oral aciclovir versus placebo’ (p.12).
‘The need for anti-D in women with nontubal ectopic pregnancies’ Association of Early Pregnancy
(p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Methotrexate for the treatment of ovarian ectopic pregnancy’ (p.e46).

Association of Early Pregnancy
Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Long-term fertility following management of nontubal ectopic Association of Early Pregnancy
pregnancies’ (p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Diagnostic test studies for interstitial and caesarean scar pregnancies’ Association of Early Pregnancy
(p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘The long-term behaviour of pregnancies implanted at, in or into the Association of Early Pregnancy
caesarean scar’ (p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Optimal management of caesarean scar pregnancy’ (p.e46).

Association of Early Pregnancy
Units & Royal College of
Obstetricians and
Gynaecologists (2016)

168

Pregnancy research review
‘Validation studies of expectant management of ectopic pregnancy’ Association of Early Pregnancy
(p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Novel biomarkers to predict success from methotrexate or expectant Association of Early Pregnancy
management’ (p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Understanding the psychological impact of ectopic pregnancy and its Association of Early Pregnancy
treatment’ (p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Multidose versus single-dose methotrexate in nontubal ectopic Association of Early Pregnancy
pregnancies’ (p.e46).

Units & Royal College of
Obstetricians and
Gynaecologists (2016)

‘Identify the optimal monitoring strategy (therapeutic drug Royal College of Obstetricians
monitoring versus monitoring based on clinical features) for pregnant and Gynaecologists (2016a)
[women with epilepsy] taking [antiepileptic drugs] with regards to
maternal and fetal outcomes by a randomised trial’ (p.28).
‘Development and validation of a prognostic model for seizure Royal College of Obstetricians
deterioration in pregnancy’ (p.28).

and Gynaecologists (2016a)

‘Qualitative study on women’s views on epilepsy in pregnancy, their Royal College of Obstetricians
perceptions of risk and their concerns regarding [antiepileptic drugs] and Gynaecologists (2016a)
intake in pregnancy, and the views of partners and families’ (p.28).
‘The role of vitamin K in preventing postpartum haemorrhage in Royal College of Obstetricians
[women with epilepsy] taking [antiepileptic drugs] (p.28).

and Gynaecologists (2016a)

‘The use of double dose steroids to induce fetal lung maturity in Royal College of Obstetricians
[women with epilepsy] taking enzyme-inducing [antiepileptic drugs]’ and Gynaecologists (2016a)
(p.28).
‘Effects of [antiepileptic drugs] exposure (for various types and doses) Royal College of Obstetricians
in utero and through breast milk on the long-term neurodevelopment and Gynaecologists (2016a)
of the offspring and on later diagnosis of cardiac anomalies by a
prospective cohort study’ (p.28).
‘Optimal dose of [antiepileptic drugs] that minimises the long-term Royal College of Obstetricians
adverse effect on the child’ (p.28).

and Gynaecologists (2016a)
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‘Epigenetic effects of [antiepileptic drugs] on fetal outcomes’ (p.28).

Royal College of Obstetricians
and Gynaecologists (2016a)

‘Effects of newer [antiepileptic drugs] such as levetiracetam on the Royal College of Obstetricians
fetus in the short and long term’ (p.28).

and Gynaecologists (2016a)

‘Neuropsychiatric effects of epilepsy and [antiepileptic drugs] as Royal College of Obstetricians
assessed by [women with epilepsy] and their families’ (p.28).

and Gynaecologists (2016a)

‘Methods to improve the antenatal detection of breech presentation, Royal College of Obstetricians
applicable in a low resource setting’ (p.e188).

and Gynaecologists (2017a)

‘Methods to improve the uptake of [external cephalic version]’ Royal College of Obstetricians
(p.e188).

and Gynaecologists (2017a)

‘Methods to improve the success rate of [external cephalic version]’ Royal College of Obstetricians
(p.e188).

and Gynaecologists (2017a)

‘Cluster randomised trial of screening for [group B streptococcal] Royal College of Obstetricians
carriage with the offer of [intrapartum antibiotic prophylaxis] for and Gynaecologists (2017c)
carriers to investigate the benefits and harms of a bacteriological
screening programme’ (p.e299).
‘Studies of the virulence of specific strains identified using genetic Royal College of Obstetricians
markers and of serological correlates of protection’ (p.e299).

and Gynaecologists (2017c)

‘What is the long-term prognosis and associated costs for infants who Royal College of Obstetricians
survive [early-onset group B streptococcal] disease?’ (p.e299).

and Gynaecologists (2017c)

‘What is the safety, immunogenicity and efficacy of a [group B Royal College of Obstetricians
streptococcal] vaccine in pregnant women?’ (p.e299).

and Gynaecologists (2017c)

‘Can serocorrelates of protection against [group B streptococcal] be Royal College of Obstetricians
defined and used to facilitate the licensure of a [group B streptococcal] and Gynaecologists (2017c)
vaccine without the need for large-scale prelicensure efficacy trials in
pregnant women’ (p.e299).
‘Evaluation

of

all-fours

position

for

vaginal

(p.e172).

breech

birth’

Royal College of Obstetricians
and Gynaecologists (2017b)
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‘Evaluation of the role of pelvimetry in planning of vaginal breech Royal College of Obstetricians
delivery birth’ (p.e172).

and Gynaecologists (2017b)

‘Evaluation of the effect of epidural analgesia on vaginal breech birth’ Royal College of Obstetricians
(p.e172).

and Gynaecologists (2017b)

In the area of inherited bleeding disorders, a multicentre study to

UKHCDO & Royal College of

determine the ‘optimal timing and use of tranexamic acid and Obstetricians and
[Desmopressin]’ (p.e250).

Gynaecologists (2017)

In the area of inherited bleeding disorders, a multicentre study to

UKHCDO & Royal College of

determine

the

‘best

approach

to

imaging

for

[intracranial Obstetricians and

haemorrhage] in the neonate’ (p.e250).

Gynaecologists (2017)

In the area of inherited bleeding disorders, a multicentre study to

UKHCDO & Royal College of

determine the ‘suitability of long-acting factor concentrates to cover Obstetricians and
delivery’ (p.e250).

Gynaecologists (2017)

In the area of inherited bleeding disorders, a multicentre study to

UKHCDO & Royal College of

determine the ‘effectiveness of immunoglobulin and steroids in the Obstetricians and
treatment of fetal alloimmune thrombocytopenia related to maternal Gynaecologists (2017)
platelet disorders’ (p.e250).
The use of serial [middle cerebral artery peak systolic velocity] in Royal College of Obstetricians
screening for [twin anaemia-polycythaemia sequence] in women with and Gynaecologists (2016b)
monochorionic twins and its evaluation in a diagnostic accuracy
study, with relevance to pregnancy outcomes’ (p.e35).
‘Research evaluating early versus late treatment for monochorionic Royal College of Obstetricians
twins complicated by [twin reversed arterial perfusion] sequence and and Gynaecologists (2016b)
its assessment in terms of pregnancy outcomes’ (p.e35).
‘More research is required to clarify changes in the osmoregulatory Royal College of Obstetricians
system in women at different phases of [ovarian hyperstimulation and Gynaecologists (2016e)
syndrome], using well-defined cohorts of women with severe disease
who are followed through the course of the [ovarian hyperstimulation
syndrome]’ (p.18).
‘There is a need to compare outpatient and inpatient management of Royal College of Obstetricians
severe [ovarian hyperstimulation syndrome] in terms of safety, and Gynaecologists (2016e)
efficacy, patient acceptability and health economic assessment. Such a
trial could compare a “conventional” approach of inpatient
management with conservative indications for abdominal paracentesis
with a more “active” approach emphasising earlier paracentesis on an
outpatient basis’ (p.18).
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‘Further research is required to evaluate the role of [gonadotrophin- Royal College of Obstetricians
releasing hormone] antagonists and dopamine agonists in the and Gynaecologists (2016e)
management of women with established [ovarian hyperstimulation
syndrome]’ (p.18).
‘A large prospective study comparing the impact on the management Royal College of Obstetricians
of the use of the “low-lying placenta or placenta praevia” classification and Gynaecologists (2018b)
with the traditional classification grades of I–IV at different gestations
is needed’ (p.e36).
‘Prospective studies are needed to assess the role of third trimester Royal College of Obstetricians
ultrasound in evaluating the risks of haemorrhage and emergency and Gynaecologists (2018b)
caesarean section in low-lying placenta and determining the mode of
delivery’ (p.e36).
‘Large prospective population-based studies are needed to assess Royal College of Obstetricians
whether ultrasound is a cost-effective screening tool for placenta and Gynaecologists (2018b)
accreta spectrum in women with a history of caesarean section(s)
presenting with a low-lying placenta or placenta praevia in the second
trimester of pregnancy’ (p.e37).
‘Prospective comparative studies of ultrasound imaging, including Royal College of Obstetricians
transvaginal ultrasound and MRI, are needed to evaluate the and Gynaecologists (2018b)
diagnostic accuracy for evaluation of the depth and topography of
villous invasion in adjacent organs’ (p.e37).
‘RCTs of optimal timing of delivery for both conditions (placenta Royal College of Obstetricians
praevia and placenta accreta) are needed’ (p.e37).

and Gynaecologists (2018b)

‘RCTs of surgical and nonsurgical management strategies for placenta Royal College of Obstetricians
accreta spectrum (including interventional radiology) and comparing and Gynaecologists (2018b)
conventional versus conservative management, stratified according to
the depth and lateral extension of villous myometrial invasion, are
needed’ (p.e37).
‘Future studies on the diagnosis and management of placenta accreta Royal College of Obstetricians
spectrum should use a standardised evidence-based approach, and Gynaecologists (2018b)
including systematic correlation between ultrasound signs and detailed
clinical diagnosis at delivery, and pathologic confirmation of grades of
villous invasiveness where possible’ (p.e37).
‘RCTs are required to identify the best drug combinations, route and Royal College of Obstetricians
dose of uterotonics for the treatment of primary [postpartum and Gynaecologists (2016c)
haemorrhage]’ (p.e137).
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‘The role of viscoelastometric point of care tests using TEG® and Royal College of Obstetricians
ROTEM® in the management of [postpartum haemorrhage] requires and Gynaecologists (2016c)
evaluation’ (p.e137).
‘Studies are required to determine the optimal ratio of packed red cells Royal College of Obstetricians
to [fresh frozen plasma] in the management of obstetric haemorrhage’ and Gynaecologists (2016c)
(p.e137).
‘Studies are required to determine the role of fibrinogen concentrate Royal College of Obstetricians
in the management of [postpartum haemorrhage]’ (p.e138).

and Gynaecologists (2016c)

‘The role of prothrombin complex concentrate in the management of Royal College of Obstetricians
[postpartum haemorrhage] requires evaluation’ (p.e138).

and Gynaecologists (2016c)

‘RCTs are required to investigate the role of uterotonic agents Royal College of Obstetricians
(misoprostol and ergometrine) in the management of secondary and Gynaecologists (2016c)
[postpartum haemorrhage]’ (p.e138).
Further

studies

on

maternally

administered

intravenous Royal College of Obstetricians

immunoglobulin; previous studies using it ‘have demonstrated some and Gynaecologists (2014b)
benefit in severe cases of RhD incompatibility but the precise
mechanism of action is not established. This treatment modality is
appropriate only in selected cases and it may prolong the time interval
before the first intrauterine treatment is required’ (p.19).
‘The use of intravenous immunoglobulin administered to the infant Royal College of Obstetricians
to reduce the severity of hyperbilirubinaemia and the number of

and Gynaecologists (2014b)

exchange transfusions also needs further validation in larger studies’
(p.19).
‘How combinations of risk factors for a [small-for-gestational-age] Royal College of Obstetricians
neonate (historical, biochemical and ultrasound) relate to each other and Gynaecologists (2014a)
in the individual woman’ (p.23).
‘Interventions, specifically aspirin, in women classified as being at Royal College of Obstetricians
high risk of delivering a [small-for-gestational-age] neonate based on and Gynaecologists (2014a)
combined historical, biochemical, and ultrasound marker screening in
the first trimester’ (p.23).
‘Introducing customised [symphysis fundal height] and [estimated Royal College of Obstetricians
foetal weight] charts into clinical practice on substantive clinical and Gynaecologists (2014a)
endpoints (perinatal mortality/morbidity and service utilisation)’
(p.23).
‘Routine third trimester ultrasound assessment of fetal size combined Royal College of Obstetricians
with umbilical artery Doppler on substantive clinical endpoints and Gynaecologists (2014a)
(perinatal mortality/morbidity and service utilisation)’ (p.23).
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‘Oxygen therapy in severe early-onset [small-for-gestational-age] Royal College of Obstetricians
fetuses associated with umbilical artery [Absent or Reversed End- and Gynaecologists (2014a)
Diastolic Velocity] on substantive clinical endpoints (perinatal
mortality/morbidity and service utilisation)’ (p.23).
‘Optimal frequency and content of fetal surveillance in [small-for- Royal College of Obstetricians
gestational age] fetuses with both a normal umbilical artery Doppler and Gynaecologists (2014a)
and also an abnormal umbilical artery Doppler but with end-diastolic
frequencies present’ (p.23).
‘Measuring amniotic fluid volume and [middle cerebral artery] Royal College of Obstetricians
Doppler in the near term [small-for-gestational-age] fetuses with a and Gynaecologists (2014a)
normal umbilical artery Doppler on substantive clinical endpoints
(perinatal morbidity and service utilisation)’ (p.23).
‘Potential health economic benefit of investment in maternity services Royal College of Obstetricians
to provide recommendations in this guideline and future health and Gynaecologists (2014a)
outcomes of the children’ (p.23).
‘Aetiology of [nausea and vomiting of pregnancy] and [hyperemesis Royal College of Obstetricians
gravidarum]’ (p.18).

and Gynaecologists (2016d)

‘[Nausea and vomiting of pregnancy] and [hyperemesis gravidarum] Royal College of Obstetricians
in relation to pregnancy, birth, and long-term outcomes in mother and Gynaecologists (2016d)
and baby’ (p.18).
‘Safety of medication used in [nausea and vomiting of pregnancy] and Royal College of Obstetricians
[hyperemesis gravidarum]’ (p.18).

and Gynaecologists (2016d)

‘There is a lack of evidence to inform decision making regarding the Royal College of Obstetricians
optimal mode of delivery following [obstetric anal sphincter injuries]. and Gynaecologists (2015d)
This needs to be addressed by encouraging participation in
multicentre randomised controlled trials’ (p.15).
‘Further research is required into patient acceptability of endoanal Royal College of Obstetricians
ultrasound and the interpretation of endoanal ultrasound in detecting

and Gynaecologists (2015d)

residual anal sphincter defects immediately after primary surgical
repair’ (p.15).
‘The need for secondary surgery in women who have had [obstetric Royal College of Obstetricians
anal sphincter injuries] should be investigated’ (p.15).
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‘The role of D-dimer testing and pretest probability scoring in the Royal College of Obstetricians
diagnosis of [venous thromboembolism] in pregnancy require further and Gynaecologists (2015e)
investigation’ (p.22).
‘The maternal and fetal radiation risks of tests used in the diagnosis of Royal College of Obstetricians
[pulmonary embolism] in pregnancy need to be clarified’ (p.22).

and Gynaecologists (2015e)

‘The role of newer diagnostic modalities (e.g. V/QSPECT) in the Royal College of Obstetricians
diagnosis of [pulmonary embolism] in pregnancy needs further and Gynaecologists (2015e)
evaluation’ (p.23).
‘The optimum dosage regimen of [low-molecular-weight heparin] for Royal College of Obstetricians
treatment of [venous thromboembolism] in pregnancy (once daily and Gynaecologists (2015e)
versus two divided doses) merits further investigation’ (p.23).
‘Doses of [low-molecular-weight heparin] required in obese pregnant Royal College of Obstetricians
and puerperal women.’ (p.23).

and Gynaecologists (2015e)

‘The value and role of anti-Xa monitoring, including measurement of Royal College of Obstetricians
trough anti-Xa activity, of [low-molecular-weight heparin] treatment and Gynaecologists (2015e)
in pregnancy needs further study’ (p.23).
‘Studies are required to establish the safety and efficacy of newer Royal College of Obstetricians
anticoagulant agents in pregnancy’ (p.23).

and Gynaecologists (2015e)

‘Studies are required to determine whether thrombophilia status alters Royal College of Obstetricians
the risk of recurrence of [venous thromboembolism] and whether and Gynaecologists (2015e)
thrombophilia status requires an alteration in the duration of
treatment’ (p.23).
‘Strategies to prevent and treat post-thrombotic syndrome following Royal College of Obstetricians
[deep venous thrombosis] in pregnancy are required’ (p.23).

and Gynaecologists (2015e)

‘Doses of [low-molecular-weight heparin] required in obese pregnant Royal College of Obstetricians
and puerperal women’ (p.27).

and Gynaecologists (2015c)

‘At present it is unclear whether women undergoing surgical Royal College of Obstetricians
management of miscarriage and surgical termination of pregnancy are and Gynaecologists (2015c)
at increased risk of [venous thromboembolism]’ (p.27).
‘How do risk factors for [venous thromboembolism] interact in the Royal College of Obstetricians
antenatal and postpartum periods?’ (p.27)

and Gynaecologists (2015c)
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‘How do we reduce/avoid the prevalence of risk factors for [venous Royal College of Obstetricians
thromboembolism]?’

‘Should

thromboprophylaxis

and Gynaecologists (2015c)

vary

with

different

heritable Royal College of Obstetricians

thrombophilias?’ (p.27)

and Gynaecologists (2015c)

‘Prospective study of diagnosis–birth interval for spontaneous and Royal College of Obstetricians
assisted vaginal births and category 1 caesarean sections in cases of and Gynaecologists (2014c)
cord prolapse, combined with outcomes at appropriate long-term
follow-up’ (p.14).
‘Should cord replacement be used in cases at the threshold of Royal College of Obstetricians
viability?’ (p.14)

and Gynaecologists (2014c)

‘National and regional epidemiological data are needed to define a Royal College of Obstetricians
relevant high-risk population and the cost-effectiveness of screening

and Gynaecologists (2018c)

for vasa praevia on service provision’ (p.e58).
‘Prospective screening studies are needed to evaluate the outcome of Royal College of Obstetricians
velamentous cord insertion in the absence of vasa praevia’ (p.e58).

and Gynaecologists (2018c)

‘Prospective multicentre studies on the use of cervical length Royal College of Obstetricians
ultrasound examination are required to evaluate the role of this and Gynaecologists (2018c)
measurement in the management of vasa praevia’ (p.e58).
‘Prospective quality data are needed to compare hospitalisation at 30– Royal College of Obstetricians
32 weeks of gestation with outpatient follow-up in the management and Gynaecologists (2018c)
of vasa praevia’ (p.e58).
‘RCTs of optimal timing of delivery for vasa praevia are needed’ Royal College of Obstetricians
(p.e58).

and Gynaecologists (2018c)

Prenatal exposure to alcohol: ‘what is the epidemiology of [foetal SIGN (2019)
alcohol spectrum disorder] in Scotland?’ (p.33)
Prenatal exposure to alcohol: ‘what are the optimal methods for SIGN (2019)
discussing alcohol use before, during and after pregnancies?’ (p.33)
Prenatal exposure to alcohol: ‘which methods of screening for alcohol SIGN (2019)
use during pregnancy are most reliable in eliciting honest responses
from those consuming alcohol?’ (p.33)
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Prenatal exposure to alcohol: ‘further feasibility studies on the use of SIGN (2019)
meconium and placental biomarkers using large-scale populationbased methods’ (p.33).
Prenatal exposure to alcohol: ‘charts for assessing palpebral fissure SIGN (2019)
length standardised to the UK population’ (p.33).
Prenatal exposure to alcohol: ‘research into the relationship between SIGN (2019)
membership of the assessment team and speed, quality and
consistency of diagnostic outcomes’ (p.33).
Prenatal exposure to alcohol: ‘economic studies on the cost SIGN (2019)
effectiveness of identification and screening for children and young
people exposed prenatally to alcohol, and diagnostic strategies for
[foetal alcohol spectrum disorder], respectively’ (p.33).
‘What risk reduction strategies in pregnancy or the early postnatal SIGN (2012)
period are most likely to reduce the incidence of postnatal depression?’
(p.38).
‘What interventions are effective in preventing antenatal depression?’ SIGN (2012)
(p.38).
‘Does prophylactic drug treatment reduce the risk of recurrence of SIGN (2012)
postnatal depression?’ (p.38)
‘Does prophylactic drug treatment reduce the risk of postpartum SIGN (2012)
psychosis?’ (p.38)
‘What interventions for postnatal depression improve outcomes for SIGN (2012)
mother–infant relationship and infant development?’ (p.38)
‘What are the most effective treatments for antenatal anxiety?’ (p.38)

SIGN (2012)

‘What interventions for antenatal anxiety improve outcomes for SIGN (2012)
mother–infant relationship and infant development?’ (p.38)
‘How cost effective are mother and baby units, and which disorders SIGN (2012)
are best helped by joint mother–baby admission?’ (p.38)
‘What are the most effective models of community mental health SIGN (2012)
service provision in the antenatal and postnatal period, including
Integrated Care Pathways and Managed Clinical Networks?’ (p.38)
‘How is information on risk in relation to pregnancy best SIGN (2012)
communicated to women with mental illness?’ (p.38)
‘What risks are associated with [selective serotonin reuptake SIGN (2012)
inhibitors] prescribing in pregnancy?’ (p.38)
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‘What is the role of physical activity in preventing and treating SIGN (2012)
postnatal depression?’ (p.38)
‘Research gaps include the use of controlled cord traction in the Hofmeyr et al. (2015)
absence of a uterotonic, and the place of uterine massage in the
management of the third stage of labour’ (p.13).
Gestational diabetes mellitus: ‘Further high-quality research is needed Martis et al. (2018)
to establish if myo-inositol improves health outcomes for mothers and
their babies’ (p.9).

Gestational diabetes mellitus: ‘High-quality research is required to Martis et al. (2018)
identify the most effective components or combination of
components in lifestyle interventions’ (p.36).

‘Further research is needed on the non-drug interventions for pain Jones et al. (2012)
management in labour’ (p.3).

‘Further good quality randomised controlled trials, assessing Shepherd et al. (2017)
interventions that might impact cerebral palsy risk factors, with longterm follow-up to measure cerebral palsy, are needed’ (p.3).
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B.1.2. Topics from crowdsourcing exercise
The table below is a reproduction of the inputs provided by experts to the crowdsourcing exercise. Spellings have been corrected but otherwise this is a direct
quotation of the inputs provided by these participants.
Summary issue

Research priority

Why is it an important issue? Why is this a research

Evidence/sources

priority?

information

of

further

Perinatal mental

How

health – how can

depression? Anxiety? How many take pregnancy (>100,000 pregnancies per annum in UK) and archive/newsAndMedia/newsArc

we best identify

SSRIs? What are the prevalences across the one in 4 are clinically anxious (>200,000 pregnancies per hives/2014/10/MaternalHealth

‘at risk’ women

UK? What can be done to identify women annum in UK). Children from these pregnancies are at Costs.aspx

and reduce

routinely? What support can they be given elevated risk on both metabolic and behavioural disorders in

prevalence?

to minimise symptoms in pregnancy? Can part due to in utero exposure and in part due to postnatal

many

women

suffer

prenatal One in seven pregnant women are clinically depressed in http://www.lse.ac.uk/website-

we undertake randomised control trials to depression and suboptimal maternal care after birth.
improve maternal mental health and reduce The priorities of government research funding are biased
low birth-weight/later adverse outcomes?
towards diseases of aging ex Dementia as are the major
charities (CRUK, ARUK). Very little funding is invested
into research on pregnant women (<2%?) or their young
children i.e. the focus is on treatment of diseases rather than
early identification and prevention. Due to shortages in
funding and the perception that pregnancy health is not
important for life long health, very little progress has been
made in supporting women in pregnancy.
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What are the

Planned surgical delivery (ELCS) does not 11.8% of expectant mothers in the UK undergo an elective https://www.ncbi.nlm.nih.gov/p

consequences of

involve women undergoing the normal caesarean delivery (ELCS) representing 92,000 births per mc/articles/PMC6127961/

elective caesarean

physiological process of labour which annum. It is not known to what extent this procedure

delivery for

includes the induction of maternal care impacts mental well-being in the longer term.

maternal mental

giving behaviour. What are the short and Women who have a caesarean (Emergency or elective) are at
longer term consequences of a non- higher risk of an ELCS in subsequent pregnancies. Those

health?

physiological delivery for mother and child?

that do not go through the natural process of labour may
not resolve anxiety or may develop anxiety as a consequence.
This has not been explored because most research on
pregnancy is short-termist, i.e. as long as the mother and
baby leave hospital alive, no more is required. Follow up
studies could easily address this deficit in our knowledge.
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How can we

Many women labouring in consultant units Women are denied choice of position which may impact on Cochrane reviews of first and

improve fetal

are

monitoring

monitoring. At present the equipment is advantageous positions for descent and birth.

technology to

not good at picking up contraction patterns Optimum fetal position is all important for second stage of positions in labour and birth.
from women labouring in forward leaning labour. The basic physiological work hasn't been done so far Women labouring in midwife

encourage
freedom of
maternal
movement?

advised

to

have

electronic

fetal level of pain felt and the ability of the fetus to move to second

stage

labour

show

evidence of benefit of upright

or all-fours positions, the contractions don't because the fetus is seen as a 'passenger', and the uterus seen led environments where lots of
register on the monitor or the transducers as working in only one direction (downwards) and with no maternal positioning equipment
won't stay in place. And yet upright capacity to influence the position of the fetus. The mother is available (but no electronic
positions are recommended for labour and also tends to be seen as a passive participant. Interaction fetal monitors) have shorter
birth.

between mother, uterus and fetus has hardly been studied at labours, better outcomes (fewer
all. Existing fetal monitors are seen as adequate for the task anal sphincter injuries, fewer
of combining a record of contractions and fetal heart rate – instrumental and surgical births)
(‘Birthplace Study’, BMJ 2011).
but they work best with mothers in laid back positions.
The physiology behind why
freedom of maternal movement
may as important as EFM is
summarised in a BJOG debate:
https://obgyn.onlinelibrary.wile
y.com/doi/full/10.1111/14710528.15026 and expanded in
the book Dynamic Positions in
Birth (Jowitt 2014, Pinter and
Martin).
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Perinatal mental

How does planned place of birth affect If a particular birth place is associated with improved mental MBRRACE :

health and place

post-natal mental health of mother for health and wellbeing, or is shown as a protective factor, this https://www.npeu.ox.ac.uk/mbr

of birth

mothers with/without pre-existing mental would be extremely significant for the planning of maternity race-uk/presentations
health conditions?

services. This is particularly important because women with 1001
Critical
Days:
pre-existing conditions are routinely told they need to birth https://1001criticaldays.co.uk/fa
in hospital. Suicide remains one of the most significant cts-and-stats
reasons for death of mothers in the perinatal period. In
addition, optimal mental health of mothers is one of the
most significant factors in protecting the health of babies
and children. Women with mental health difficulties are
least likely to be able to be appropriately responsive to their
babies, are more likely to smoke, less likely to breastfeed, less
likely to engage with social and community support and
medical services (including mental health services) so
anything which can be done to improve this must be worth
considering, especially as the infrastructure to implement
any change of guidance already exists across the country.
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Diabetes in

Can peer-support (1) identify barriers to Women are often referred to hospital dieticians or diabetes https://www.nice.org.uk/guidan

pregnancy,

women maintaining healthy glucose levels clinics but these are often not seen as important, culturally ce/ng3/chapter/2-Research-

barriers to

in pregnancy and (2) help other women relevant or appropriate. Many women do not maintain recommendations#barriers-to-

maintaining

with gestational or Type 1 / Type 2 diabetes glucose levels optimal in pregnancy. NICE requests more achieving-blood-glucose-targets-

healthy glucose

manage their condition in pregnancy? qualitative research on women who struggle to maintain before-and-during-pregnancy

levels and impact

Consider whether this should be looked at optimal blood sugars to find out why and what are the See point 2.3 – NICE says: ‘a
specifically for South Asian communities barriers to doing so.
better understanding of the
who have disproportionately high rates of Increasing rates of diabetes in pregnancy. Health barriers in this cohort of women

of peer-support

diabetes.

inequalities. Suggest it has not been done to date because is needed so that healthcare
qualitative research of hard-to-reach groups is very difficult professionals
and is often ignored by health planners who prefer quick- overcome
wins.

can

work

them.

to

Robust

qualitative studies are needed to
explore these barriers, with the
aim of improving blood glucose
control and fetal outcomes in
pregnancy

for

women

with

pre-existing diabetes and women
with gestational diabetes.’
Continuity of

England is moving to a model of increased Is it something worth doing? Should we be maintaining this

Carer

continuity of carer. Has it improved model of providing midwifery care?
outcomes for mothers and babies?

This would need to be a large-scale long-term study to show
whether outcomes have improved across all women, not just
those who are 'vulnerable'.
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How can we

What

are

the

improve
understanding

prematurity and/or requiring neonatal care - occasionally support at discharge, but few studies have https://www.npeu.ox.ac.uk/tigar
social
skills,
communication
skills, looked at the long-term impacts of prematurity and

and awareness

neurodevelopment issues, likelihood of experiencing neonatal care. Generally if children are

around the long-

prematurity across generations, perceptions perceived as 'normal' at the age of 2, parents struggle to get

term impacts of

of prematurity in relation to future support from GPs in the future for these children, despite a

being born

diagnoses, education, association between possible link with prematurity or the child's stay in a

premature or sick?

length of stay in neonatal care and long- neonatal unit after birth
term outcomes

long-term

impacts

of Current research focuses on the neonatal unit and http://www.epicure.ac.uk/

Over 100,000 babies are born needing neonatal care in the
UK every year, yet little is known about how this experience
will influence their long-term development. The EpiCure
studies addressed this in part in relation to prematurity, but
neonatal care is constantly evolving. It is also important to
consider babies born late pre-term, and those born full-term
but sick, requiring long stays in a neonatal unit and
undergoing many painful procedures. Long-term studies are
difficult to get funding for, and data protection issues could
put off participation.
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How can we best

What is the best way to educate women Mother's perceptions around feeding can be drastically https://www.nhs.uk/conditions/

encourage and

about the importance of breastfeeding? changed after having a premature baby unexpectedly. Baby's pregnancy-and-

support women to

How does having a premature baby affect cues are often also harder to see in premature infants, and baby/breastfeeding-premature-

breastfeed after

attitudes towards breastfeeding? What are physical barriers such as incubators and wires can make baby/

premature labour?

the practical ways that breastfeeding after breastfeeding seem impossible. Colostrum and breastmilk https://www.laleche.org.uk/succ
premature labour can be undertaken?
are the most beneficial feed for infants, and this needs to be essfully-breastfeedingconveyed in even the most stressful experiences such as after premature-baby/
premature labour.
Family-centred care in neonatal units has improved in
neonatal units across the UK, and measures such as skin-toskin help to encourage breastfeeding. However, many
mothers find it hard to continue to produce breastmilk
when their child is in hospital. The best way to encourage
breastfeeding for premature infants is essential for optimum
care and nourishment.

How can women

What is the best way to educate women & Half of women are overweight or obese, smoking levels

(and men) be

men about the importance of being healthy exceed 30% in some areas, mental health problems affect

healthier before

before they become pregnant?

over 20%, women’s age during pregnancy is increasing.

embarking on

There has been no concerted attempt to improve health

pregnancy?

prior to pregnancy and very little research about what to do
and how to do it.

What causes

What are the causes of currently unknown More than 3200 babies are stillborn each year.

stillbirth?

stillbirths?

Tommy's

stillbirth

Whilst half of all stillbirths are due to SGA half are not, centre, Manchester
though little research has been undertaken to find out why
they occur
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What causes

We don't we know why some women go 8% of all babies are born too soon. Babies born too soon Tommy's preterm birth research

preterm birth?

into labour too soon?

have a higher rate of disabilities, learning and behavioural centre, London
problems.
Preterm birth costs an additional £1bn per year in health
and social care costs.

What causes

What causes miscarriages not affected by More than 1 in 4 women will experience a miscarriage.

miscarriage?

chromosomal abnormalities?

Tommy's miscarriage research

Growing evidence suggests many women experience a centres; Birmingham, Warwick
significant and persistent burden of mental ill-health and London
following a miscarriage.

Screening

How do we focus healthcare resources on First time pregnant women have more stillbirths and Tommy's centre for maternity

apparently low-

those who need it most?

preterm births than other women because previous obstetric improvement

risk women for

history is a good predictor of risk, meaning that many

risk during their

women have to have a stillbirth or a preterm baby before

pregnancy

being referred to high risk care in pregnancy.
Midwifery led antenatal care hasn't changed in decades and
provides a good service to low-risk women. However many
stillbirths and preterm births occur in low-risk care because
midwives are not provided with sensitive enough tools to
screen for risk.

Diabetes in

How do we detect and treat women with Earlier detection and treatment may reduce preterm birth Tommy's

pregnancy

GDM in early pregnancy?

and stillbirth.
Trusts are concerned about resource demands to detect and
treat GDM in pregnant women. GDM is a known risk
factor for poor pregnancy outcome.
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Variation in

What

causes

outcomes

outcomes not accounted for by levels of possible to improve outcomes by focusing improvements in best practice
deprivation?

variation

in

pregnancy If outcomes vary because standards of care vary, it may be Maternity system examples of
the bottom 20% of maternity systems.
We already know a lot about how to prevent poor
pregnancy outcomes and it may be more cost effective to
improve outcomes sooner by implementing what we already
know works.

Teratogenicity of

What is the relative safety of antipsychotics, Women with SMI (bipolar disorder, schizophrenia, previous https://www.cambridge.org/core

medications in

mood stabilisers and anti-depressants in postpartum psychosis) need this information to plan for a /services/aop-cambridge-

pregnancy

pregnancy?

healthy pregnancy and postpartum. Current research is core/content/view/004ECB0D6
inadequate and doctors find it hard to give clear advice.

5493CE8536BDA08652C129B

The large majority of women taking psychotropic /S2056472400001745a.pdf/divmedication stop taking it in pregnancy; with UK researchers class-title-women-with-bipolarfinding that only 38% (107 of 279) on atypical disorder-and-pregnancy-factorsantipsychotics and 19% (39 of 207) of women on typical influencing-their-decisionantipsychotics before pregnancy are still taking them by the making-div.pdf
third trimester (Petersen et al., 2014b). This medication
cessation has a direct effect on relapse rates (Viguera et al.,
2007) with all the concomitant morbidity, hospital
admissions, family anxiety and potential disruption of the
mother/child relationship that that entails.
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Efficacy and safety

How effective is this treatment in pregnancy Many women who are very ill in pregnancy refuse ‘Transcranial Direct Current

of tDCS in

and postnatally for MDD, Bipolar disorder medication because of worries about damaging the fetus so Stimulation (tDCS) for

perinatal period

and psychosis?

these treatments are especially useful.

Depression during Pregnancy:

Because suicide is a leading cause of death perinatally. ECT Scientific Evidence and What Is
is used extensively at this time but there is huge stigma Being Said in the Media—A
around it and very good evidence of its effectiveness and Systematic Review.’
negligible side effects and tDCS is a more acceptable Anna Kurzeck, Beatrice Kirsch,
version. A Canadian pilot has shown promise for tDCS and Elif Weidinger, Frank Padberg
if good evidence were provided to recommend it it would and Ulrich Palm
help to reduce the stigma and so more women could be
Journal: Brain Sciences, 2018,

helped.

Volume 8, Number 8, Page
155, DOI:
10.3390/brainsci8080155

https://doi.org/10.1007/s00737018-0851-0
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The effect of
hormones on

Can hormonal treatments be developed to It is established that the hormonal upheavals of pregnancy Meltzer-Brody, S., Howard, L.
prevent/treat mood swings and/or psychosis and childbirth play an important part in the triggering of M., Bergink, V., Vigod, S.,

severe mental

in the perinatal period?

illness in the
perinatal period

severe depression and psychosis, though little research has Jones, I., Munkbeen conducted in this area and very little is known. Olsen, T., … Milgrom, J.
Hormonal alterations at this time include changes in (2018). Postpartum psychiatric
progesterone, estrogen, allopregnanolone, leptin, oxytocin, disorders. Nature Reviews Disease
and thyroid hormones If we could develop hormonal Primers, 4, 18022.
treatments not only might they be more effective but also https://doi.org/10.1038/nrdp.20
they may not be as teratogenic as the antipsychotics and 18.22
mood stabilisers so women would take them more readily.
Also it would probably provide insights into how to treat
women who develop SMI and depression at menopause (the
suffering of the latter group (very large in number) is largely
ignored, despite it causing many lost days of work).
This issue effects a high proportion of the population and
has not received the attention it deserves; partly due to
gender bias in my opinion.
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Perinatal mental

Risks

and

benefits

of

psychotropic Up to 10% of young women take antidepressants And Lancet perinatal mental health

health

medication and pregnancy investigated despite hundreds if not thousands of studies on adverse series
using big data and individual patient data outcomes adjustment for confounding remains a big
meta-analysis to move the field forward.

problem. Big data and IPD meta-analysis could move the
field forward. Similarly although less common, women may
also take antipsychotics and mood stabilisers and there is a
far smaller evidence base on these medications. Perinatal
suicide is associated with failure to actively treat women
with perinatal mental illness which may reflect a lack of
understanding of the risks and benefits of medication
pregnancy.
Using new methods this could be potentially addressed such
as Informatics and IPD meta-analysis. There is now enough
data internationally to start carrying out this type of study.
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Preventing relapse

What interventions help women who have Smoking is the biggest avoidable cause of ill health in

to smoking in the

stopped smoking in pregnancy to stay pregnancy and causes excessive morbidity and mortality,

postpartum after

abstinent in the postpartum?

especially fetal and neonatal mortality. Of women who are

stopping in

supported to stop in pregnancy, 46% restart smoking by 6

pregnancy

months afterwards and figures are likely higher for those
who quit without NHS support. Returning to smoking has
a big, adverse impact on infants' and childrens' health and
children of smokers are 2-3 times more likely to smoke
themselves, entrenching smoking-related disadvantage.
A lot of the effort which the NHS puts in to trying to get
women to stop smoking in pregnancy is wasted as most
return to smoking afterwards. There are currently no known
interventions which work to prevent a postpartum return to
smoking and this is a research area ripe for investigation.
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Helping women

Which interventions help pregnant women In the UK over 12% of women are still smoking when their

to stop smoking

to stop smoking in pregnancy and how can babies are delivered despite the known, avoidable and highly

in pregnancy

these be best provided to pregnant women adverse risks of smoking in pregnancy. There are relatively
who smoke?

few smoking cessation interventions which can be used in
pregnancy and even when these are made available to
women only a minority of women access them; most who
try quitting do so unsupported.
Given the harm caused by smoking in pregnancy, the few
proven options for helping women to stop and the apparent
difficulties women have had accessing NHS support in the
past, research into what works for smoking cessation in
pregnancy and how best to provide this is overdue.

192

Pregnancy research review
Quantifying the

Are women in the past 2 decades more or While it is commendable that appropriate medical or other The submission from Tommy's

extent to which

less likely than before to need medical input services are offered for those women who need them to above is similar to this request

women in the 21st to conceive, birth & feed a baby? Is it conceive, birth and feed their babies, it is noted that some but I believe we need to look
century are unable

possible that environmental factors such as such interventions may quickly become 'normalised' and more widely at public health

without assistance

air

to:

physiological processes? Is it possible that Greater understanding of why the physiological process has

1. Conceive a

the anxiety and stress of modern lifestyles not been successful would enable these expensive and to-a-

baby;

are significant negative factors?

or

water

quality

have

affected eventually become routine for all or most pregnant women. and environmental factors.

certain-extent risky procedures to be targeted at those most

2. Carry a

in need. The current situation sees women being very

pregnancy to

broadly categorised according to their age, BMI, medical

term;

history etc, with very little of the 'personalised care' that is at

3. Go into

the heart of policy. Unfortunately one intervention often

spontaneous

leads to another. E.g. obstetricians attempt to reduce a

labour;

caesarean birth rate by strongly recommending instead

4. Have a vaginal

induction of labour, rather than focusing on individual

birth;

women's circumstances and wishes.

5. Breastfeed their

The research described, or even part of it, would begin to

baby.

give a more logical underpinning framework to the way that
obstetric procedures are introduced to maternity care in a
piecemeal fashion, sometimes even triggered by the
availability or enhancement of specific items of technology.
To maintain the best physical and mental health of a
woman through her conception and maternity journey, her
care should be planned according to epidemiological and
public health evidence as well as her full history and
circumstances, not according to whether certain techniques
and technology
193 are available in her local area.
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What are the

What are the intended and unintended Opportunity costs. Possibly highly successful. Possibly https://www.tommys.org/our-

effects of the

consequences? How much have induction unintended iatrogenic consequences. The impact for women organisation/about-us/charity-

Saving Babies'

of labour rates increased? How much is is unknown.

Lives care

women's autonomy and the service goal of Timely as the programme is relatively new and the AFFIRM movements-and-stillbirth
personalised care affected by this care trial found that: ‘There was a marginal drop in the stillbirth

package?

package?

rate, from 44 in 10,000 births after standard care to around
41 in 10,000 births with the intervention. The effects were
too small to prove that the intervention had been beneficial.
More women were induced early and there were higher rates
of caesarean section deliveries in the group that received the
care package. (Despite these findings) researchers stressed
that advice for pregnant women remains the same. If you
notice a reduction in your baby's movements report it
immediately to your midwife or local maternity unit.’ These
massages may have unintended consequences (cf rise in
induction of labour an CS rates). What impact do they have
on maternal anxiety, autonomy, personalisation of care?
What impact do they have on the potential for other
preventative care programmes being funded? Why is
continuity of midwifery and obstetric care not part of the
care bundle?

194

news/results-affirm-trial-fetal-

Pregnancy research review
How much service

How much resource and management Possible unintended iatrogenic consequences. Politics of

resource and

attention has been paid to reducing healthcare.

management

unnecessary

5 year forward

continuity

View for

less/further than increased surveillance and

Maternity’ attract,

invasive interventions?

clinical

and Timely as the Five year forward view is three years in.
priority do
referral to midwifery care pathways, access Strategic planning should be evaluated for its
different aspects of to home birth and midwifery units vs more implementation and effects, together with exploration of
the ‘Better Births
interventions to reduce stillbirth? Would barriers and facilitators.
of

carer

interventions

reduce

stillbirths

and why? What
are the effects of
this?
Continuity of
midwifery care

How is this being implemented in England?

Is there a dose/response relationship? Is the reality of
implementation increasing opportunities for continuing
relations

in

experiences.

practice?
Measure

Measure
infant

and

women's
maternal

reported
health

outcomes/reduction in perinatal mortality. Morbidities and
women's self-efficacy, wellbeing, etc.
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What are the
long-term effects
of induction of
labour on a
woman’s physical,
psychological,
social and spiritual
health?
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Birth Timing

Service

user

involvement

meeting Service user-generated research questions. These include: Martin P, Cortina-Borja M and

discussions have generated further research Can we get real data on length of labour (with the start of Newburn M et al. ‘Timing of
questions about the timing of births.

labour decided by women)?; What is/is there a physiological singleton births by onset of
basis for birth at night? Why does it happen? How can the labour and mode of birth in
right conditions be created to support physiology?; Does the NHS

maternity

units

in

time of day at which women labour and give birth affect England, 2005–2014: A study
their experiences of labour?; Does continuity of care affect of linked birth registration, birth
experiences of labour and birth timing?; Are transfer rates notification,

and

hospital

from midwifery units affected by time of day?; Is there a episode

data’.

correlation between declining postnatal care quality and https://journals.plos.org/plosone
declining subsequent birth rates?; Do we need to rethink /article/file?id=10.1371%2Fjour
birth

environments

for

women

needing

medical nal.pone.0198183&type=printa

interventions?; Do we need to rethink the timing of ble&fbclid=IwAR2I3pQlCaEB9
induction so that this does not result in a problematic 8R5wh7bGXBD7fWO
staffing model?; How does physiology affect birth timing?
What are the roles of female physiology and baby
physiology? In each case, what is the mechanism?; Does
having fewer staff at night pose a problem for
women/childbirth? Is 24/7 consultant cover justified?; What
is the right staffing model to provide safe care?; We know
donor milk helps severely premature babies so is it cost
effective to introduce to tertiary units?

Dattani

N,

Macfarlane

A.

‘Linkage of Maternity Hospital
Episode Statistics data to birth
registration

and

notification

records for births in England
2005-2014:

methods.

A

population-based birth cohort
study.’ BMJ Open 2018; 8:
e017897.
https://doi.org/10.1136/bmjope
n-2017-017897
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Why are Black

2018 MBRRACE-UK report:

women x 5 and

‘Saving

Asian women

Mothers’ care Lessons learned to

twice more likely

inform maternity care from the

to die during

UK and Ireland Confidential

pregnancy than

Enquiries into Maternal Death

their white

and

counterparts?

https://www.npeu.ox.ac.uk/mbr

Lives,

Morbidity

race-uk/reports
Intervention rates
in labour for obese
women
Is it safe to lose
weight

during

pregnancy?
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What are cost-

Questions:

effective

approaches during pregnancy in improving effectiveness of interventions that seek to reduce or prevent ubmed/30099399

interventions

infant and child outcomes? What are the perinatal mental illness, not much is known about the

during pregnancy

long-term outcomes and economic impacts impact of interventions on child outcomes.

that improve

for children of mothers with perinatal There are obvious challenges in measuring long-term
mental illness who received different types outcomes during usually short trial periods; however, there

(long-term) child
outcomes?

What

are

cost-effective Whilst there is increasing knowledge about the cost- https://www.ncbi.nlm.nih.gov/p

of support during pregnancy? [Comment: is an increasing number of studies which measure birth, or
include late term scans?]
early infancy outcomes; a review of what works and what is
cost-effective might be done from an infant outcome
perspective thus not discriminating based on types of
interventions; there are also a range of longitudinal data
available from ALSPAC and other cohort studies that have
some information about services received by mothers that can
be used to understand the impact on long-term child
outcomes

Integration of

Which assessment and support approaches Mental health and physical health problems are closely See

Priority

9

mental health and

exist that seek to actively integrate physical interrelated and require combined responses; this is true https://www.kingsfund.org.uk/p

physical health

and mental health (and social dimensions) across the life cycle, but question how this can be ublications/physical-andin order to reduce negative impacts for implemented in practice for perinatal care; research on this mental-health/priorities-forwomen and families?

will help to shed light on how this can be best done.
Evaluations of service delivery models/models of good
practice; and of barriers and challenges in current practice.
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Resource

What is the effectiveness, cost-effectiveness Important dimension of government programmes in http://eprints.lse.ac.uk/90406/1/

allocation

of universal versus targeted interventions?

England such as Healthy Child Programme.

Henderson_Cost-

Systematic review.

effectiveness%20of%20PoNDE
R_2018.pdf

Needs and access

What

are

effective

and

cost-effective High prevalence of perinatal (mental) health problems in http://eprints.whiterose.ac.uk/1

approaches that increase access and support this population but evidence that they are less likely to 41912/1/journal.pone.0210587.
for people from BME and high-risk groups?

access or benefit from support options.

pdf

This might need to refer to the development and testing of https://discover.dc.nihr.ac.uk/co
cultural awareness (training) interventions.

ntent/signal-000762/maternalmental-health-ethnicity-andculture
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Developing a

Can a decision tool be developed to enable Perinatal mental health is always improved when the https://www.rcog.org.uk/eachba

decision tool to

women with a range of risk factors to make 'expectation gap' is low. i.e. what women expected to bycounts

help women with

an informed choice about mode of birth in happen, did happen. The worst outcomes, both physically

risk factors decide

order

on both mode and

outcomes and to reduce brain damage and as has been noted by Each Baby Counts. Equally, some of

place of birth

adverse outcomes for the baby.

to

reduce

psychologically

poor and emotionally, arise from complications of vaginal birth the best outcomes arise from uncomplicated vaginal birth.
Whilst improved care could reduce adverse outcomes
somewhat, particularly women at the top end of 'low risk
because of age, baby size, family history, sedentary lifestyle
other health issues, women want more control over decision
making that will ultimately affect their family and their
body. They want to know what are their chances of
complications of vaginal birth if they attempt it with their
individual risk factors. They want mode of birth and place
of birth to be their decision in the light of that information.
Given the amount of literature available on a wide range of
different risk factors, it should be possible to develop an
'app' to give women a much better idea of what their
likelihood of a successful vaginal birth is so that they can
make an informed choice which would possibly lead to
fewer emergency caesareans. Such decision tools are used in
other countries.
A greater focus on improved outcomes as opposed to
intervention reduction would help achieve the government's
stillbirth and brain damage targets as well as improving
perinatal mental health.
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Addressing 'too

1. How can we account for the increased Over intervention is an increasing issue, affecting large See 'Birthplace in England'

much too soon' in

interventions women with a 'low risk' numbers of women and increasing costs, and workload in study findings; since replicated

high resource

clinical profile receive in Obstetric units, maternity care. It’s a neglected issue, and we don't know in US and Aus/NZ

settings

compared to similar women who receive enough

about

maintaining

safety

whilst

reducing

care in midwife led settings? 2. Can we interventions, or at least ensuring interventions are better
safely reduce 'over intervention' in OU targeted to those at most risk of complications.
settings, and if so, how? Should we instead Ethnographic research; interventional studies, using the
focus on increasing access to/uptake of MRC framework for developing and testing complex
midwife led settings amongst eligible interventions
women? 3. Women giving birth for the first
time are most likely to receive interventions
without clear clinical benefit for them or
their babies; can we address this group in
particular? [Yes, second this.]
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Early labour care

Induction of labour is rising, without IOL has risen due to numerous causes in recent years –

and Induction of

improvement in outcomes for women and raised maternal age, interventions intended to reduce

labour

babies. We need to understand better why stillbirth. Benefits are unclear and IOL reduces healthy
this is happening, and to examine the outcomes for women and babies, as well as creating pressure
potential sequelae of rising IOL rates in maternity units. This impacts on women in spontaneous
(specifically amongst women who do not early labour with long latent phase.
have medical or obstetric indications other
than

reaching

understand

term).

more

Also
about

need

to

women's

expectations and experiences of induction
and experiences of induction/early labour
on antenatal ward, women's views on risk
and consent narratives and discussions in
induction.
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Late

Making birth safer to

prevent poor Making birth safer to prevent poor outcomes for mothers

complications of

outcomes for mothers and their babies is an and their babies is a national priority, with an explicit

vaginal delivery

NHS priority, with around 100,000 women ambition to halve rates of maternal deaths, brain injuries
per year in the UK suffering long-term occurring during or soon after birth, stillbirths and neonatal
health

problems

caused

by

births deaths by 2025. This would save more than 4,000 lives or

complicated by assisted delivery. There is a severe injuries per year in the UK. It is important to stop
need

for

research

into

interventional preventable harm to babies and mothers. A severe trauma to

approaches for assisting late complications women’s pelvic floor and perineum is one of the pregnancy
of vaginal birth, aiming to improve outcomes women fear most. The incidence of perineal
outcomes for mother and baby both straight tearing in all NHS hospitals is rising. A recent report
after the birth and in the longer term. highlighted a 3-fold increase in the rate of 3rd and 4th
Needs to include research into risk and degree perineal trauma after birth, from 1.8% in 2000 to
consent discussions in intrapartum decision- 5.9% in 2011 among first-time mothers.
making.
Diagnosis and treatment options for women From a social sciences perspective the impact on fathers and
diagnosed with cancer in pregnancy. Is the other siblings as well as the new infant. does this affect
diagnosis timely or delayed, is treatment family dynamics and does this child fair worse moving
timely of delayed. Outcomes relative to the forward the Mummy's Star as a small charity will have
non-pregnant population.

information.
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Addressing health The following are factors known to be Health inequalities are known to have an impact on
inequalities during associated with a significantly higher risk of perinatal mortality, yet we lack the sufficient understanding
pregnancy

perinatal death: younger maternal age of how to tackle them. We must address these issues to
(teenage mothers), older maternal age ensure that all babies are given an equitable opportunity to
(mothers aged 40 and over), high maternal survive. NHS Long Term Plan target to halve perinatal
BMI, low maternal BMI, substance abuse, deaths. Research has focused on identification of the risk
alcohol abuse, cultural barriers, black/black factors and not interventions to address them.
British, Asian/Asian British, recent migrant,
non-English speaking, mothers living in
poverty,

Domestic

abuse,

Psychosocial

stress, IVF, Previous stillbirth and multiple
pregnancy. How many deaths could be
prevented by addressing modifiable risk
factors? To what extent do all these risk
(both

modifiable

and

non)

factors

contribute to the overall number of
preventable

deaths?

What

underlies

/explains the increased risk? How does the
increased risk affect the baby during the
perinatal period? What needs to be done to
address this risk and reduce mortality –
within maternity care, within social care,
within financial and practical support for
women and families and other services?
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Addressing health

What unconscious bias exist in perinatal Health inequalities are known to have an impact on

inequalities during

health settings held by health professionals, perinatal mortality, yet we lack the sufficient understanding

pregnancy

what impact does this have and how do they of how to tackle them. We must address these issues to
need to be tackled to improve care?

ensure that all babies are given an equitable opportunity to
survive. NHS Long Term Plan target to halve perinatal
deaths. Research has focused on identification of the risk
factors and not interventions to address them.

Addressing health

Does racism in the NHS contribute to the Health inequalities are known to have an impact on

inequalities during

higher rates of perinatal death amongst perinatal mortality, yet we lack the sufficient understanding

pregnancy

BAME women and their babies and, if so, of how to tackle them. We must address these issues to
in what way and what needs to be done to ensure that all babies are given an equitable opportunity to
address this?

survive. NHS Long Term Plan target to halve perinatal
deaths. Research has focused on identification of the risk
factors and not interventions to address them.

Addressing health

To what extent does late booking and/or Health inequalities are known to have an impact on

inequalities during

poor attendance at antenatal meetings, perinatal mortality, yet we lack the sufficient understanding

pregnancy

contribute to increased risk of perinatal of how to tackle them. We must address these issues to
death? Are some groups disproportionally ensure that all babies are given an equitable opportunity to
affected? If so, what are the promising survive. NHS Long Term Plan target to halve perinatal
approaches in addressing this?

deaths. Research has focused on identification of the risk
factors and not interventions to address them.
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Information for

What are parents’ perceptions of risk in Parents’ perceptions of risk may influence their behaviour

parents

pregnancy?

NHS Long Term Plan target to halve perinatal deaths.
Research has focused on identification of the risk factors and
not interventions to address them.

Information for

What is the impact of family narrative such Parents’ perceptions of risk may influence their behaviour

parents

as advice and anecdotes from mothers, NHS Long Term Plan target to halve perinatal deaths.
grandmothers, aunts on expectations/beliefs Research has focused on identification of the risk factors and
around first time pregnancy and birth not interventions to address them.
outcome? How can we improve advice for
first time mothers from people who they
listen to?

Supporting staff

Does staff stress impact the safety in the High turnover in maternity settings and reports of staff
care they deliver to pregnant women? What stress. NHS Long Term Plan target to halve perinatal
are the needs of staff working in perinatal deaths. Research has focused on identification of the risk
healthcare settings when coping with stress?

factors and not interventions to address them.

Identifying

How can babies at highest risk of perinatal We are still unable to accurately predict which babies are

pregnancies and

death be more accurately identified?

most at risk of perinatal death, meaning some high risk

babies at high risk

babies are not on the right pathways while others receive

of perinatal

unnecessary interventions NHS Long Term Plan.

mortality
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Identifying

Which pregnancies would benefit from We are still unable to accurately predict which babies are

pregnancies and

additional monitoring?

most at risk of perinatal death, meaning some high-risk

babies at high risk

babies are not on the right pathways while others receive

of perinatal

unnecessary interventions (NHS Long Term Plan).

mortality

Why do babies

For as many as 6 out of 10 stillbirths the We need to better understand why babies die in order to

die?

cause of death is unknown, what needs to target future interventions more accurately to prevent future
be done to better understand why babies deaths. research in this area has focused on specific aspects
die?

or conditions, further research is needed to systematically
and strategically identify why babies die across the UK.

How can

What

are

the

barriers

for

communication

professionals and their managers and others processes not being followed, healthcare professionals

be better

in saying 'sorry' to parents following the receiving conflicting advice. To enable new processes in the

improved?

death of, or injury to their baby, and how NHS Long Term Plan, such as the PMRT, to be rolled out
can this be addressed?

How can

How

communication

information

be better

trustworthy?

improved?

do

parents
about

health Complaints received, national guidance and mandatory

effectively.

identify

if

pregnancy

health Parents following poor advice leading to poor outcomes.
is Alternatively, parents worrying excessively about minute
risks of harm because of overuse of the precautionary
principle.
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How can

How effective is written health pregnancy Understanding the information needs of parents will allow

communication

information such as leaflets and websites at them to have information which can improve safety by

be better

helping parents to understand how to keep directing resources more effectively there are huge amounts

improved?

themselves and their babies’ safe during of written information readily and easily available to
pregnancy and identifying when to seek parents. How effective is this in improving safety?
help?

How can

How does communication between health Conversations between parents and health professionals can

communication

professionals and parents impact on safety often be sharing vital information about the pregnancy or

be better

in pregnancy and what needs to be done to the health of mother and baby. We often hear from parents

improved?

improve this?

and health professionals that these conversations can be
difficult and ineffective. Improving communication my also
improve the relationship between health professionals and
parents and improve safety in pregnancy if communications
are more effective.
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How can

What bereavement support is available in Support gaps impacting on parents’ health and wellbeing

bereavement

the community e.g. peer support, online and future pregnancies bereavement care and support is

support be

etc. which groups access and use these generally a poorly researched area, we must better

improved?

support services and what are the needs or understand how to care and support for parents who have
barriers to the groups who do not access or experienced the devastating loss of their baby.
use these support services. How can these
support services also be made available and
targeted to women who are bereaved by the
loss of their baby to social care [NB:
regardless of whether this is a necessary
decision for the safety of the infant, it is still
a bereavement to the mother. Currently
there is almost no support available to
women whose babies are removed by social
care. This is bad for the woman but also for
the likely outcomes of future pregnancies].

How can

Do current bereavement support models Support gaps impacting on parents’ health and wellbeing

bereavement care

meet the needs of men, women with and future pregnancies bereavement care and support is

and support be

complex social needs, families of Hindu generally a poorly researched area, we must better

improved?

faith, families of Islamic faith, families of understand how to care and support for parents who have
Jewish Faith, BAME families, LGBTQ+ experienced the devastating loss of their baby.
families, families who don’t speak English as
their first language. If not what do they
need? [As above, needs to recognise needs of
women and families whose babies have been
removed for safeguarding reasons].
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How can

What percentage of families who have Support gaps impacting on parents’ health and wellbeing

bereavement care

experienced perinatal loss want to access and future pregnancies bereavement care and support is

and support be

psychological therapies, when do they want generally a poorly researched area, we must better

improved?

to access them, how do they want to be understand how to care and support for parents who have
referred and what’s the most effective experienced the devastating loss of their baby.
model? [As above, needs to recognise needs
of women and families whose babies have
been removed for safeguarding reasons].

Understanding

How many researchers are there working in Need greater investment in research to reduce perinatal

and improving the

this area compared to the number of annual death and achieve reduction targets traditionally investment

perinatal mortality

baby deaths? And how does this compare to in perinatal mortality research has been lacking compared to

research funding

other areas or health conditions?

landscape

other conditions. in order to ensure the rates of perinatal
death keep declining into the future we need to understand
the funding landscape and set it up to create the change we
want to see.

Understanding

How well is this area attracting new Need greater investment in researchers is needed to reduce

and improving the

researchers, ensuring a future for perinatal perinatal death and achieve reduction targets traditionally

perinatal mortality

mortality research, is attractive and viable investment in perinatal mortality research has been lacking

research funding

career option?

landscape

compared to other conditions. in order to ensure the rates of
perinatal death keep declining into the future we need to
understand the funding landscape and set it up to create the
change we want to see.
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PPI

How can bereaved parents be better enabled The voices of bereaved parents need to be at the centre of
to get involved with shaping research?

perinatal research. Their valuable insights should be listened
to and learnt from. Parents can help identify research that is
relevant to services users and improve the quality of
research. Bereaved parents should be given the opportunity
to shape research; we truly believe that this will in turn
improve relevance and quality of the work.

PPI

What are the learning and support needs of The voices of bereaved parents need to be at the centre of
researchers to meaningfully involve bereaved perinatal research. Their valuable insights should be listened
parents in research?

to and learnt from. Parents can help identify research that is
relevant to services users and improve the quality of
research. Bereaved parents should be given the opportunity
to shape research, we truly believe that this will in turn
improve relevance and quality of the work.
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Expectations and

What are women's expectations of dignified Women are often told to leave their dignity at the door and Various methodologies available

experiences of

and respectful care? What are women's 'all that matters is a healthy baby'. Surveys that measure for measuring respectful care,

dignified and

expectations of woman-centred decision respectful and dignified care / involvement in decision e.g. Birthrights Dignity Survey,

respectful care

making? What are the most appropriate making are therefore often operating from an unknown, Mothers on
indices

for

measuring

dignified

Respect Index,

and possibly low, baseline level of expectations. Need to Mothers Autonomy in Decision

respectful care, and autonomy in decision- understand baseline to better judge state of maternity Making
making in the UK context?

Scale

experiences in UK. Needs to encompass all women (CQC (https://www.birthplacelab.org/t
methodology excludes all of the following: women who have ools/), as well as research on
experienced stillbirth, neonatal death, removal of baby into disrespectful care e.g. Bohren
care, under 16s and concealed pregnancy – all of whom you MA, Vogel JP, Hunter EC, et al.
might expect to have had worse experiences overall).

‘The mistreatment of women
during

childbirth

in

health

facilities

globally:

a

mixed-

methods

systematic

PLoS
2015;12(6):e1001847.

review.’
Med.
doi:

10.1371/journal.pmed.1001847
and obstetric violence
Care in early

What care do women want and need in Being 'sent home' is a major cause of dissatisfaction with

labour

early labour? How does this impact on early labour care – women worry, not everyone has
labour progress and outcomes.

somewhere safe to go or the money to pay for transport,
women feel unsupported and stressed. Potential for this to
have adverse impact on later labour outcomes and progress
Has not so far been prioritised for funding despite being
significant factor in women's dissatisfaction and distress in
labour.
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How to improve

What can be prioritised to improve Postnatal services routinely receive lower ratings from

hospital postnatal

women's experience of hospital postnatal women about their experiences, women and midwives

care

care?

report high stress levels, women often report feeling ignored,
unsupported and not responded to within a time that feels
safe. There are maternal safety risks that come with women
not feeling able to report if they feel unwell (e.g. because
staff busy, because of lack of privacy) and not being listened
to when they report symptoms. Overhaul of postnatal
services a large-scale project but likely to be some changes
that could be made to improve care for women. Needs to
take into account care for women without English, without
social support (e.g. no partner to help care for baby on
ward) as well as for women who are better supported.

Instrumental

Respectful/dignified care in instrumental Birthrights' Dignity survey highlighted that women who

deliveries –

births.

had instrumental deliveries were most likely to experience

experiences and

indicators of disrespectful care, including lack of consent

consent

and inadequate pain relief. Instrumental rates high, women
often report dissatisfaction; physical and emotional trauma
not uncommon; query whether consent being properly
informed and given.
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How to improve

How can care be improved with better Women report not feeling heard by healthcare professionals https://assets.publishing.service.

communication

communication protocols?

when they have to re-tell their story over and over again. gov.uk/government/uploads/syst

between different

There is also information missed and poor continuity when em/uploads/attachment_data/fil

healthcare

healthcare

professionals

communicate about women. For example from midwife to wifery_accessible.pdf

during and after

health visitor, or health visitor to GP. Interprofessional

pregnancy

working is in all policy documents and underpin good and

professionals

do

not

share

notes

and e/465344/2903819_PHE_Mid

safe care, but very little is known about this area. It is in
particular important now with the community hubs being
developed.
Women with

How do we support women with raised More information is needed how we can support women NICE PH27

obesity

BMI throughout pregnancy and postnatally throughout the perinatal period, not just during OR after
to help them achieve long-term behaviour pregnancy. Women need support throughout this period,
change regarding diet and physical activity?

but services are not joined up at all. This topic is not yet
looked at holistically, where support is needed throughout
pregnancy and postpartum, research to date only looks at
pregnancy or postpartum, not both. We need to focus on
both to support women best.

Behaviour change

How do we best support women with the Women are asked to make numerous behaviour changes All NICE guidelines

during pregnancy

numerous behaviour changes we expect of during pregnancy – exercise, alcohol, smoking etc. How do
them during pregnancy? Are midwives we best support women with these behaviours? The health
really supported to support women?

promotion agenda is getting bigger, and women are asked to
make lots of behaviour changes. Some women are able to
make these changes, but not all, with health risks at stake for
those women not making these changes.
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Gestational weight What do we tell women regarding safe In 2010, NICE stated that we cannot use the IOM NICE PH27
gain

weight gain in pregnancy

guidelines in the UK. This means women still receive poor
information regarding weight gain. It applies to all women,
and midwives do not know what to tell women, potentially
risking their report with women. If women gain too much
weight or not enough, them and their baby are at risk.

Handover

from How can we ensure appropriate and timely This is an important priority as it applies to all women, and https://assets.publishing.service.

midwife to health handover from midwife to health visitor?

very little is known about it. Women often report health gov.uk/government/uploads/syst

visitor

visitor does not know anything of what they told their em/uploads/attachment_data/fil
midwife in pregnancy, jeopardising the relationship with the e/465344/2903819_PHE_Mid
health visitor. There are also clinical issues and concerns that wifery_accessible.pdf
need to be shared between mw and hv that are not currently
shared. If we are to deliver the public health agenda in the
perinatal period, then mw and hv handover needs to be
improved. This applies to all women and should be a
research priority, we need to know more how some
guidelines are implemented into care and some are not.
What enables healthcare professionals to provide good
handover and what prevents them to do so?
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Maternal request How can fairer NHS access be ensured for Despite NICE guidance (CG132) in 2011 supporting 1) Book: Choosing Cesarean, A
caesarean birth

all women? How can we better monitor maternal request, it remains a controversial issue in many Natural Birth Plan (Murphy,
maternal and infant outcomes (short- and areas of the NHS. There is also confusion among women Hull)
long-term, including maternal satisfaction) about how they can access CDMR, and what to do when 2) Example of a prolonged
of maternal request (coding CDMR would their request is refused. The process can quickly become CDMR
process:
help)?
complex and stressful, particularly in cases where decision https://caesareanbirth.org/2018/
making is left until let in the third trimester of pregnancy. 08/20/prolonged-pathway-leadsThis has been an issue since 2011 (and arguably, before, to-maternal-request-refusalsince many obstetricians disagreed with the NICE 2004 policy-one-mothers-story/
CDMR recommendations), and in 2018, a Birthrights
3) Formulated data do not
report
(http://www.birthrights.org.uk/maternal-requestreflect facts (Lancet 2017)
caesarean/) found that only 26% of NHS Trusts fully
https://www.thelancet.com/jour
comply with NICE.
nals/lancet/article/PIIS0140The
RCOG's
response
can
be
read
here: 6736(17)31820-2/fulltext (this
https://www.rcog.org.uk/en/news/rcog-statement-in-

letter highlights some of the

response-to-birthrights-report-on-maternal-requests-for-

problems with how CDMR is

caesareans/

currently

Caesarean

Birth's

response

can

be

read

https://caesareanbirth.org/2018/08/21/caesarean-birthstatement-on-new-birthrights-report/
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Can

a

norms

social 1) when and how are infant feeding choices Despite UNICEF accreditation and ... Breastfeeding rates ae
approach first discussed with parents, 2) When and the lowest in Europe. Parents are not educated regarding

improve rates of how are the realities of breastfeeding vs the realities of breastfeeding (e.g. some of the potential
breastfeeding
the UK?

in formula feeding discussed, 3) To what difficulties

establishing

feeding,

feeding

through

extent is breastfeeding normalised by illness/teeth/some medications, growth spurts) and as a
healthcare

professionals,

4)

What result often stop sooner than they would have liked,

training have healthcare professionals had in Adequate support is not given to a) educate parents and b)
breastfeeding education 5) To what extent support

parents

when

they

are

struggling.

Poor

does the language we use impact on a socioeconomic status and deprivation are associated with
woman's decision to begin and continue to lower rates of breastfeeding, demonstrating inequality. Links
breastfeed? 6) What

is

effective

peer

support

women

to

begin

the
for

impact

of to

infant

and

NHS

or

elsewhere)

health,

including

mental

supporting health. Links to patient experience in terms of maternity

and sustaining services not providing adequate support for parents.

breastfeeding for longer (and is this funded
by

maternal

7) To

what

extent does the marketing of formula milk
and infant feeding equipment impact on a
woman’s decision to begin and continue to
breastfeed?
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How to enhance

What are ways to enhance communication Women report not feeling heard by healthcare professionals, https://assets.publishing.service.

interprofessional

and

collaboration

healthcare professionals providing maternity report little experience of seeing collaborative working across em/uploads/attachment_data/fil

between

care

midwives, health

health/service/professional outcomes?

collaboration
that

between

different and report that care is fragmented across services. Women gov.uk/government/uploads/syst

impact

on different healthcare providers; for example from midwife to e/465344/2903819_PHE_Mid
health visitor, or health visitor to GP. Interprofessional wifery_accessible.pdf

visitors, and other

collaboration is highlighted in policy documents and seen as

healthcare

key to high-quality and safe care, but very little is known https://www.nice.org.uk/guidan

professionals

about

involved in care

health/service/professional outcomes. There should be more

provision

studies evaluating different means of collaborative working

this

area

particularly

to ensure continuity of care.
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B.1.3. Final list of topics included in the prioritisation survey and analysis by category
Category
name

Reduced topic name

Original survey topic

Conception
and
family
planning

Awareness/use of preconception care

How can we improve awareness and use of preconception care?

Effects of contraception on fertility, on cancer,
miscarriage
Health before pregnancy

What are the long-term effects of contraception on fertility, cancer and miscarriage?

Assisted
reproduction
and fertility

Managing
other health
conditions
throughout
pregnancy

Perinatal
mental health

How can women (and men) be healthier before embarking on pregnancy?

How does ovarian hyperstimulation syndrome occur?

How does ovarian hyperstimulation syndrome occur and what can we do to address it?

Making ART safer/more effective

How can we make assisted reproduction safer and more effective?

Long-term effects of ART

What are the long-term effects of assisted reproduction on women and their children?

Risks of older women having babies

What are the risks of older women having babies and how does age affect fertility?

Fertility and endometriosis

How can we improve fertility of women with endometriosis?

Medications safe to take during pregnancy

What medication is safe to take during pregnancy?

Pregnancy and long-term conditions

How does pregnancy/motherhood affect those with long-term conditions?

Care for pregnant women with epilepsy

How can we best care for and treat pregnant women with epilepsy?

Care for women with diabetes during pregnancy

How can we improve care for women with diabetes (during pregnancy and prior to conception)?

Care for obese women during pregnancy

How can we improve care for obese women during pregnancy and labour?

Reducing obesity in pregnancy

How can we reduce obesity in pregnancy?

Risks to babies of obesity in pregnancy

What are the risks to babies if women are obese during pregnancy?

Options for women diagnosed with cancer in
pregnancy
Assessing risks in pregnant women with rare disease

What are the diagnosis and treatment options for women diagnosed with cancer during pregnancy?
How can we assess risks in pregnancy for women with rare diseases?

Preventing & managing mental health problems

How can we prevent and manage mental health problems during and after pregnancy?

Identifying women at risk of mental health problems

How can we best identify women at risk of mental health problems during and after pregnancy?

Birth experiences and postnatal mental health

How do birth experiences affect women's postnatal mental health?

Effectiveness of alternatives to medication for mental
health treatment
Risks and benefits of drugs for mental health

How effective are alternatives to medication to treat mental health problems during and after
pregnancy?
What are the risks and benefits of drugs to treat mental health problems during and after pregnancy?

Impact of poor mental health

What is the impact of poor mental health on conception and pregnancy outcomes?
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Category
name
Pregnancy
complications

Reduced topic name

Original survey topic

Detecting & caring for ectopic pregnancy

How can we best detect and care for women with ectopic pregnancy, and what are the long-term
impacts?
Why do women have severe nausea and vomiting in pregnancy, and what are the long-term impacts?

Nausea and vomiting in pregnancy
Thromboembolism and pulmonary
pregnancy
Gestational diabetes in pregnancy

embolism

in

Preventing and caring for pre-eclampsia

Screening
during
pregnancy

Health-related
behaviours
during
pregnancy

How should we diagnose and treat thromboembolism and pulmonary embolism in pregnancy, and what
are the risk factors?
When should women be tested for gestational diabetes in pregnancy, and what are the most effective
interventions to support those diagnosed?
How can we prevent and care for women with pre-eclampsia or suspected pre-eclampsia?

Preventing and managing small-for-gestational-age
fetuses
Improving long-term child outcomes

How can we best prevent, diagnose and manage small-for-gestational-age fetuses?

Antenatal screening for low-risk women

What antenatal screening should be provided to women not identified as high risk?

Which interventions during pregnancy improve (long-term) child outcomes and are cost-effective?

Identifying pregnancies for additional monitoring

Which pregnancies would benefit from additional monitoring?

Screening for prenatal alcohol exposure

How can we screen for prenatal alcohol exposure?

Screening and managing placenta praevia

How should we screen for and manage placenta praevia (low-lying placenta) and related conditions?

Chickenpox in pregnancy

How should we test for and manage chickenpox in pregnancy?

Improving diet and nutrition of women
Nutrition during pregnancy and effect on the baby

How can we improve the diet and nutrition of pregnant women (and breastfeeding and preconception
women)?
How does nutrition during pregnancy affect the baby?

Changes to diet and activity during pregnancy

What are the benefits and risks of changes to diet and physical activity during pregnancy?

Reducing alcohol, drug use, and smoking

How can we reduce alcohol, drug use and smoking in pregnancy?

Supporting women to be healthier

How can we best support women to be healthier during pregnancy?

Reducing domestic violence during pregnancy

How can we reduce domestic violence against women in pregnancy?

Effectiveness of midwife support to help women be
healthier

How effective is midwife support in helping women to be healthier during pregnancy?
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Category
name
How
pregnancy
care
is
organised
and delivered

Reduced topic name

Original survey topic

Support women to make informed decisions
Funding allocation for maternity care

How can we best support pregnant women to make informed decisions about their care – before and
during labour?
How is funding allocated for different elements of maternity care, and is this appropriate?

Mix of midwives needed for safe care

For maternity care to be safe, how many midwives are needed, and what mix of skills should they have?

Continuity of midwife care

What are the costs and benefits of continuity of care from midwives during pregnancy?

Time of day effects on labour and birth experience

How does time of day affect labour, birth and women's experiences, and what does this mean for
maternity unit management?
How does stress impact the care healthcare staff give to pregnant women, and how can we help these
staff cope with stress?
How does communication between health professionals and parents impact on safety in pregnancy and
what needs to be done to improve this communication?
How can we encourage midwives, health visitors and other healthcare professionals to work together
more?

Impacts of stress on healthcare staff on care
Impact of communication between healthcare staff
and parents on safety
Encouraging
cooperation
among
healthcare
professionals
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B.2. Results of survey
B.2.1. Proportion of respondents listing each topic as one of their ‘top 5’ priorities
All
respondents
(n=592)

Healthcare
professionals
(n=212)

Public
and
Researchers
patients
(n=158)
(n=250)

25.30%

25.90%

22.00%

13.00%

12.70%

14.80%

10.80%

12.70%

7.50%

14.80%

11.40%

12.50%

15.10%

9.20%

14.60%

11.00%

6.60%

14.80%

7.60%

9.80%

12.30%

6.80%

16.50%

9.60%

14.20%

5.60%

11.40%

9.00%

4.70%

11.20%

8.90%

8.60%

8.00%

7.20%

13.30%

8.40%

10.80%

7.20%

10.10%

8.30%

11.80%

2.00%

17.70%

7.90%

10.40%

1.60%

17.10%

7.90%

10.80%

5.20%

9.50%

7.60%

8.50%

6.40%

11.40%

7.60%

7.50%

7.20%

7.00%

Identifying women at risk of mental health problems 7.40%

7.50%

6.00%

7.00%

Detecting/reducing the risk of miscarriage
Health before pregnancy
Awareness/use of preconception care
Care available for experience of pregnancy loss
Impacts of stress on healthcare staff on care
Reducing obesity in pregnancy
Rates of induction
Understanding cause of stillbirth
Effects of contraception on fertility, cancer,
miscarriage
Improving long-term child outcomes
Mix of Midwives needed for safe care
Impact of communication on safety
Making ART safer/more effective
Care for women with diabetes during pregnancy
Improving diet and nutrition of women
Understanding rising C-Section rates
Gestational diabetes in pregnancy
Antenatal screening for high risk women
Care for obese women during pregnancy
Women's views on risk and consent
Risks and benefits of drugs for mental health
Supporting women to be healthier
Risks of older women having babies

6.80%

2.80%

10.40%

6.30%

6.30%

9.40%

3.60%

7.00%

6.10%

9.00%

1.60%

10.80%

6.10%

3.80%

8.40%

3.80%

5.70%

9.40%

4.00%

5.10%

5.60%

10.40%

1.20%

6.30%

5.60%

7.10%

4.80%

3.20%

5.40%

3.80%

4.00%

10.10%

5.40%

2.40%

8.80%

2.50%

5.20%

6.60%

3.20%

8.90%

5.20%

10.80%

2.00%

3.20%

5.10%

10.40%

1.60%

8.90%

4.90%

2.80%

5.60%

3.80%

4.70%

6.60%

2.40%

7.00%

4.70%

5.20%

4.00%

4.40%

4.60%

7.10%

2.00%

5.70%

4.40%

2.80%

4.00%

5.70%

4.20%

3.80%

4.40%

6.30%

4.20%

6.10%

1.60%

5.10%

4.20%

5.20%

3.60%

4.40%

4.10%

3.80%

4.00%

3.20%

3.50%

4.70%

0.40%

8.90%

3.50%

4.20%

3.60%

5.10%

Topic
Preventing & managing mental health problems
Birth experiences and postnatal mental health
Medications safe to take during pregnancy
Detecting/reducing the risk of stillbirth
Supporting breastfeeding
Reducing/preventing preterm birth
Inequalities in pregnancy outcomes by level of
deprivation
Nausea and vomiting in pregnancy
Preventing/caring for pre-eclampsia
Long-term effects of induction
Preventing/managing
small-for-gestational-age
fetuses
Ethnic inequalities in pregnancy outcomes
Continuity of Midwife care
Effectiveness of current postnatal care
Support women to make informed decisions
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All
respondents
(n=592)

Healthcare
professionals
(n=212)

Public
and
Researchers
patients
(n=158)
(n=250)

Funding allocation for maternity care
Options for women with cancer in pregnancy
Fertility and endometriosis
Reducing alcohol, drug use, and smoking
Alternatives to medication for mental health
treatment
Geographic inequalities in pregnancy outcomes
Fetal monitoring
Thromboembolism and pulmonary embolism in
pregnancy
Long-term outcomes of preterm birth
Identifying pregnancies for additional monitoring
Treating postpartum haemorrhage
Pregnancy and long-term conditions
Reducing domestic violence during pregnancy
Encouraging cooperation
among healthcare
professionals
Impact of poor mental health
Non-drug interventions for labour pain
Treating tears caused by birth
Impacts of miscarriage
Risks of obesity in pregnancy

3.50%

3.80%

2.80%

3.80%

3.50%

3.80%

3.60%

3.20%

3.50%

1.90%

4.00%

3.20%

3.20%

5.20%

1.20%

3.20%

3.00%

1.90%

2.80%

4.40%

3.00%

3.80%

1.20%

3.80%

2.90%

4.20%

1.60%

5.10%

2.90%

2.80%

3.60%

2.50%

2.70%

2.40%

2.00%

3.80%

2.70%

0.90%

3.60%

2.50%

2.70%

3.30%

3.20%

1.90%

2.70%

2.40%

2.80%

1.90%

2.50%

2.80%

1.60%

3.20%

2.50%

1.90%

2.00%

3.20%

2.40%

3.80%

2.00%

1.90%

2.40%

2.80%

2.40%

1.90%

2.40%

1.90%

3.20%

1.90%

2.40%

0.00%

5.20%

0.60%

2.20%

2.40%

0.00%

5.70%

Nutrition during pregnancy and effect on the baby

2.20%

0.90%

1.20%

4.40%

Effect of postnatal care on future conception
Long-term effects of ART
Role and experience of partners
Detecting & caring for ectopic pregnancy
Changes to diet and activity during pregnancy
Detecting and managing breech births

2.20%

2.40%

1.60%

3.80%

2.20%

3.30%

1.20%

3.20%

2.20%

2.40%

2.00%

3.20%

2.00%

1.40%

2.40%

1.90%

1.90%

0.90%

0.40%

5.10%

1.90%

3.80%

0.80%

3.80%

Time of day effects on labour and birth experience

1.90%

1.90%

2.00%

1.30%

Factors affecting the risk of miscarriage
Managing vaginal births after C-Section
Postnatal treatment for gestational diabetes
Pregnant women with epilepsy
Helping families care for premature babies
Effectiveness of midwife support
Feeding premature babies
Screening for prenatal alcohol exposure
Assessing risks in pregnant women with rare
disease
Screening and managing placenta praevia

1.70%

0.50%

2.80%

1.90%

1.70%

1.40%

2.40%

0.00%

1.50%

0.50%

1.60%

2.50%

1.20%

0.90%

0.80%

2.50%

1.20%

0.50%

2.00%

0.60%

1.00%

0.90%

0.40%

1.90%

1.00%

0.00%

1.20%

1.30%

0.80%

0.50%

0.80%

0.60%

0.70%

1.90%

0.00%

0.60%

0.70%

1.40%

0.40%

0.60%

How does ovarian hyperstimulation syndrome occur

0.70%

0.00%

0.80%

0.60%

Chickenpox in pregnancy

0.00%

0.00%

0.00%

0.00%

Topic
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B.2.2. Proportion of respondents rating topics at different priority levels
All respondents
Very high High
Medium
Low
priority priority priority priority
%
%
%
%

Topic
Antenatal screening for low risk women
Assessing risks in pregnant women with rare disease
Awareness/use of preconception care
Birth experiences and postnatal mental health
Care available for experience of pregnancy loss
Care for obese women during pregnancy
Care for pregnant women with epilepsy
Care for women with diabetes during pregnancy
Changes to diet and activity during pregnancy
Chickenpox in pregnancy
Continuity of Midwife care
Detecting & caring for ectopic pregnancy
Detecting and managing breech births
Detecting/reducing the risk of miscarriage
Detecting/reducing the risk of stillbirth
Effect of postnatal care on future conception
Effectiveness of alternatives to medication for mental health treatment
Effectiveness of current postnatal care
Effectiveness of midwife support to help women be healthier
Effects of contraception on fertility, cancer, miscarriage
Encouraging cooperation among healthcare professionals
Ethnic inequalities in pregnancy outcomes
Factors affecting the risk of miscarriage
Feeding of premature babies
Feeding premature babies
Fertility and endometriosis
Funding allocation for maternity care
Geographic inequalities in pregnancy outcomes
Gestational diabetes in pregnancy
Health before pregnancy
Helping families care for premature babies
How does ovarian hyperstimulation syndrome occur
Identifying pregnancies for additional monitoring
Identifying women at risk of mental health problems
Impact of communication between healthcare staff and parents on safety
Impact of poor mental health
Impacts of miscarriage
Impacts of stress on healthcare staff on care
Improving diet and nutrition of women
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11
13
11.1
47.1
32.8
20.1
12
22.5
14.2
2.5
29.1
9.8
12.8
23.1
41.4
15
32.8
25.8
21.3
15.5
21.5
27.5
19.4
26.2
18.9
13
23.6
21.6
18.8
20.6
18.8
2.7
17.2
38
22.8
26.7
20.6
29.6
17.2

18.4
23.6
28.2
25.8
23.8
32.8
30.4
35
26.4
15.9
22.8
24
25
25.3
21.6
20.3
31.1
23.3
23.3
34.1
23.3
24.7
23.6
25.3
26.9
32.4
24.3
25.8
27.5
30.2
29.4
11.7
30.9
33.8
31.6
24.8
21.1
22.5
22.1

33.6
32.9
36.5
12.3
11.7
20.4
30.4
22.1
28.9
27
15.5
29.6
24
17.9
7.9
25.7
17.6
17.7
25.3
26.7
20.3
17.7
22
15.7
20.1
23.5
17.9
22.3
27.7
31.2
19.6
28.4
26.5
12.5
14.9
26
22.6
17.7
28.4

15.2
13.2
13.9
2.4
3.2
11.5
5.7
3.9
10.3
27.4
6.6
11.3
8.6
4.6
0.5
11.5
4.9
5.6
9.8
14
9.1
6.6
5.9
4.6
3.5
9.1
7.4
7.3
5.1
13
2.4
18.1
5.1
3
4.7
7.6
6.4
5.1
12

No
opinion
2.7
6.6
5.7
0.8
2
5.1
10.3
5.6
1.2
7.1
2
7.8
4.4
1.7
1.5
2.2
1.7
2.4
1.7
5.1
2.9
1.7
1.5
3
3.4
9.5
3.2
1.4
4.1
1.7
2.9
24.8
1.4
1.2
2.5
2.9
2
1.9
1.2

RAND Europe

Very high High
Medium
Low
priority priority priority priority
%
%
%
%

Topic
Improving long‐term child outcomes
Inequalities in pregnancy outcomes by level of deprivation
Long‐term effects of ART
Long‐term effects of induction
Long‐term outcomes of preterm birth
Making ART safer/more effective
Managing vaginal births after C‐Section
Medications safe to take during pregnancy
Mix of Midwives needed for safe care
Nausea and vomiting in pregnancy
Non‐drug interventions for labour pain
Nutrition during pregnancy and effect on the baby
Options for women with cancer in pregnancy
Postnatal treatment for gestational diabetes
Pregnancy and long‐term conditions
Preventing & managing mental health problems
Preventing and caring for pre‐eclampsia
Preventing and managing small‐for‐gestational‐age fetuses
Reducing alcohol, drug use, and smoking
Reducing domestic violence during pregnancy
Reducing obesity in pregnancy
Reducing/preventing preterm birth
Risks and benefits of drugs for mental health
Risks of older women having babies
Risks to babies of obesity in pregnancy
Role and experience of partners
Screening and managing placenta praevia
Screening for prenatal alcohol exposure
Support women to make informed decisions
Supporting breastfeeding
Supporting women to be healthier
Thromboembolism and pulmonary embolism in pregnancy
Time of day effects on labour and birth experience
Treating postpartum haemorrhage
Treating tears caused by birth
Understanding cause of stillbirth
Understanding rising C‐Section rates
Understanding rising induction rates
Women's views on risk and consent

36
27.5
11.3
28.2
19.9
10.3
18.4
33.4
31.8
17.4
17.4
16.2
23.3
14.4
18.6
46.3
29.6
27.4
23.3
33.6
23.8
26
30.1
15
20.3
16.2
7.3
6.1
25.3
33.8
21.1
13.3
13
21.1
20.9
34.6
24.3
24.5
23
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27.2
25.5
28.4
20.8
30.6
24.7
24.7
37
24.2
21.5
18.6
27.7
34.8
28.5
36.3
30.9
30.7
29.6
23.6
25.2
26.7
29.9
31.2
30.2
32.3
22.1
25
18.4
26
17.1
27.7
26.5
19.9
26.5
27.4
23.5
25
23.3
23.8

13.7
17.2
26.5
17.6
16
25.5
21.8
14.7
15.2
29.6
23.8
27
22.1
20.1
27.7
9.1
17.4
18.2
20.8
12.5
23.3
13.9
20.8
27
24.8
25.3
30.4
32.3
18.1
16.6
21.3
25.2
25.5
17.6
18.4
9.3
16.6
18.8
18.9

4.1
6.2
10.1
5.6
3.9
12.3
6.6
4.2
3.9
10
12.2
8.3
5.6
6.2
4.6
1.5
2.2
3.7
10.8
4.9
12.2
1.5
4.4
10.8
9.1
12
12
18.1
6.2
6.2
9.8
7.9
15.7
4.6
5.7
2.9
6.9
5.4
6.2

No
opinion
2.9
1.9
9.1
3
2.5
12.3
3.4
0.8
2
4.4
3.2
1
3.9
4.9
2.4
1
2.9
4.2
2.2
1.9
3.9
2.2
1.5
4.1
3.5
1.9
5.7
5.4
1.4
1.2
1.5
9.1
2.7
4.7
2.2
2
2.2
3
3
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Healthcare professionals
Very high High
Medium
Low
priority priority priority priority
%
%
%
%

Topic

Antenatal screening for low risk women
Assessing risks in pregnant women with rare disease
Awareness/use of preconception care
Birth experiences and postnatal mental health
Care available for experience of pregnancy loss
Care for obese women during pregnancy
Care for pregnant women with epilepsy
Care for women with diabetes during pregnancy
Changes to diet and activity during pregnancy
Chickenpox in pregnancy
Continuity of Midwife care
Detecting & caring for ectopic pregnancy
Detecting and managing breech births
Detecting/reducing the risk of miscarriage
Detecting/reducing the risk of stillbirth
Effect of postnatal care on future conception
Effectiveness of alternatives to medication for mental health treatment
Effectiveness of current postnatal care
Effectiveness of midwife support to help women be healthier
Effects of contraception on fertility, cancer, miscarriage
Encouraging cooperation among healthcare professionals
Ethnic inequalities in pregnancy outcomes
Factors affecting the risk of miscarriage
Feeding of premature babies
Feeding premature babies
Fertility and endometriosis
Funding allocation for maternity care
Geographic inequalities in pregnancy outcomes
Gestational diabetes in pregnancy
Health before pregnancy
Helping families care for premature babies
How does ovarian hyperstimulation syndrome occur
Identifying pregnancies for additional monitoring
Identifying women at risk of mental health problems
Impact of communication between healthcare staff and parents on safety
Impact of poor mental health
Impacts of miscarriage
Impacts of stress on healthcare staff on care
Improving diet and nutrition of women
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7.5
10.8
16.5
46.2
26.9
29.7
12.3
30.2
10.4
1.4
35.8
8
9
16
42
16.5
29.2
28.8
24.5
9.4
20.3
33
12.7
30.7
16
6.6
26.9
23.6
22.6
25.5
18.4
1.4
16
36.8
28.8
28.3
10.8
40.6
16.5

20.3
22.2
37.3
27.4
28.3
42.5
34
40.6
31.1
9.9
22.6
18.9
21.2
26.9
22.6
19.8
36.8
25.5
26.4
25.5
26.4
27.8
22.6
22.6
25.9
27.4
22.2
31.6
31.1
39.2
26.4
9.4
31.6
40.1
34.4
26.4
23.6
20.3
26.9

35.8
36.8
28.8
15.6
17.5
17
34.9
19.8
30.7
30.2
14.2
35.4
32.1
25.5
10.8
28.3
20.3
18.9
24.1
33.5
23.1
16.5
31.6
19.8
28.8
32.5
20.3
22.6
25.5
22.6
27.4
31.6
27.4
10.8
15.6
27.4
33
16
31.6

17
20.5
12.5
4.5
10.2
4.5
8
3.4
10.2
31.8
14.8
18.2
11.4
8
1.1
20.5
10.2
12.5
13.6
15.9
14.8
6.8
8
3.4
6.8
10.2
10.2
8
5.7
9.1
4.5
18.2
8
3.4
12.5
12.5
9.1
14.8
5.7

No
opinion
1.9
4.7
3.3
0
1.4
0.5
4.2
1.4
0.5
5.2
1.4
7.5
2.8
0.9
0.9
0.9
1.4
0.9
0.5
5.7
0.9
0.9
0.9
0.9
2.4
10.4
1.9
0.5
1.9
0.5
2.8
19.3
0.9
0.5
0.5
1.9
0.9
0
0.5

RAND Europe

Very high High
Medium
Low
priority priority priority priority
%
%
%
%

Topic
Improving long‐term child outcomes
Inequalities in pregnancy outcomes by level of deprivation
Long‐term effects of ART
Long‐term effects of induction
Long‐term outcomes of preterm birth
Making ART safer/more effective
Managing vaginal births after C‐Section
Medications safe to take during pregnancy
Mix of Midwives needed for safe care
Nausea and vomiting in pregnancy
Non‐drug interventions for labour pain
Nutrition during pregnancy and effect on the baby
Options for women with cancer in pregnancy
Postnatal treatment for gestational diabetes
Pregnancy and long‐term conditions
Preventing & managing mental health problems
Preventing and caring for pre‐eclampsia
Preventing and managing small‐for‐gestational‐age fetuses
Reducing alcohol, drug use, and smoking
Reducing domestic violence during pregnancy
Reducing obesity in pregnancy
Reducing/preventing preterm birth
Risks and benefits of drugs for mental health
Risks of older women having babies
Risks to babies of obesity in pregnancy
Role and experience of partners
Screening and managing placenta praevia
Screening for prenatal alcohol exposure
Support women to make informed decisions
Supporting breastfeeding
Supporting women to be healthier
Thromboembolism and pulmonary embolism in pregnancy
Time of day effects on labour and birth experience
Treating postpartum haemorrhage
Treating tears caused by birth
Understanding cause of stillbirth
Understanding rising C‐Section rates
Understanding rising induction rates
Women's views on risk and consent
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42
34
9.4
34.9
20.3
7.5
17.9
27.4
42.5
15.6
16.5
12.3
15.1
16
16.5
44.8
31.1
39.6
26.9
33
34
29.2
24.5
16
25.9
10.8
5.2
3.8
26.4
34
26.4
14.2
12.7
19.8
20.3
30.2
30.2
29.2
25.9

27.8
29.2
26.9
17.5
32.1
23.1
27.4
39.2
21.2
22.6
18.4
31.6
35.4
34
38.2
39.2
30.7
26.4
29.2
30.7
35.8
29.7
40.1
29.2
39.6
27.4
17
19.8
28.3
18.9
31.1
27.8
19.8
23.1
24.1
26.9
23.1
21.2
25

12.3
15.1
31.6
19.8
20.3
31.1
23.6
19.8
12.7
31.1
28.8
30.2
29.7
20.8
31.6
7.5
19.8
16
22.2
15.6
18.4
17.5
21.7
30.2
24.1
28.8
37.7
38.2
18.4
18.9
18.9
29.7
31.6
26.4
25
14.2
17.9
21.2
20.8

4.5
8
10.2
10.2
2.3
12.5
2.3
4.5
12.5
14.8
13.6
6.8
9.1
6.8
6.8
3.4
4.5
3.4
15.9
11.4
6.8
2.3
5.7
15.9
9.1
21.6
19.3
23.9
6.8
11.4
11.4
11.4
33
8
10.2
5.7
8
8
10.2

No
opinion
1.4
0.5
6.1
1.9
1.4
9.4
1.4
1.9
0.5
3.3
1.4
0.5
3.3
1.4
0.9
0
0.9
1.4
0.5
0.5
0.5
1.4
0.5
4.2
0
0
4.2
2.8
0.5
0.5
0.9
4.2
1.4
2.4
1.4
1.9
0.9
1.4
0.9
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Members of the public
Very high High
Medium
Low
priority priority priority priority
%
%
%
%

Topic
Antenatal screening for low risk women
Assessing risks in pregnant women with rare disease
Awareness/use of preconception care
Birth experiences and postnatal mental health
Care available for experience of pregnancy loss
Care for obese women during pregnancy
Care for pregnant women with epilepsy
Care for women with diabetes during pregnancy
Changes to diet and activity during pregnancy
Chickenpox in pregnancy
Continuity of Midwife care
Detecting & caring for ectopic pregnancy
Detecting and managing breech births
Detecting/reducing the risk of miscarriage
Detecting/reducing the risk of stillbirth
Effect of postnatal care on future conception
Effectiveness of alternatives to medication for mental health treatment
Effectiveness of current postnatal care
Effectiveness of midwife support to help women be healthier
Effects of contraception on fertility, cancer, miscarriage
Encouraging cooperation among healthcare professionals
Ethnic inequalities in pregnancy outcomes
Factors affecting the risk of miscarriage
Feeding of premature babies
Feeding premature babies
Fertility and endometriosis
Funding allocation for maternity care
Geographic inequalities in pregnancy outcomes
Gestational diabetes in pregnancy
Health before pregnancy
Helping families care for premature babies
How does ovarian hyperstimulation syndrome occur
Identifying pregnancies for additional monitoring
Identifying women at risk of mental health problems
Impact of communication between healthcare staff and parents on safety
Impact of poor mental health
Impacts of miscarriage
Impacts of stress on healthcare staff on care
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11.2
15.6
6
50.8
36
8.8
8.8
15.2
14.4
3.2
23.6
12.4
16.8
29.6
39.6
13.6
35.2
24
17.2
20.4
20.8
17.6
23.6
24.4
20.8
17.2
18
14.4
12.4
12.4
19.6
2.8
17.6
38.8
18
27.2
28.8
22.8

16.8
23.2
21.2
24.8
20
20.4
30
28
20.8
19.2
22.8
28.4
26.8
19.2
17.2
21.2
28.8
19.6
19.6
42.4
19.6
19.2
21.6
25.2
27.2
39.2
26.8
22.4
24.4
25.6
29.6
13.2
30
27.6
28.4
22
17.6
24.4

29.6
31.2
45.6
6.4
5.6
26.4
24.4
24.4
27.6
24.4
15.2
22.8
14.8
11.6
5.6
20.4
12.4
14.4
25.2
23.2
17.2
20.8
13.2
9.6
10.8
14
14.8
21.2
30
41.2
10
26.4
23.6
12.8
13.2
24.8
12.8
16.4

13.6
7.2
16
0.8
0
20.8
5.2
6.8
8.8
19.6
4
6.4
2.8
1.2
0
6.8
4.8
3.6
9.2
6.4
5.6
8.4
3.2
3.6
1.2
6
5.6
9.2
5.2
16.8
0.8
10.4
2.8
2.4
4
5.2
2.8
2

No
opinion
3.6
7.6
8.8
0.4
2.4
8.8
15.6
10
1.6
7.6
1.2
6.8
4.4
2
2
2.8
1.2
2.8
2.8
5.2
4
2.4
2
2.8
3.2
10.8
2
1.6
5.6
2.4
2.8
31.2
1.2
0.8
2.4
2.8
2
1.6

RAND Europe

Very high High
Medium
Low
priority priority priority priority
%
%
%
%

Topic
Improving diet and nutrition of women
Improving long‐term child outcomes
Inequalities in pregnancy outcomes by level of deprivation
Long‐term effects of ART
Long‐term effects of induction
Long‐term outcomes of preterm birth
Making ART safer/more effective
Managing vaginal births after C‐Section
Medications safe to take during pregnancy
Mix of Midwives needed for safe care
Nausea and vomiting in pregnancy
Non‐drug interventions for labour pain
Nutrition during pregnancy and effect on the baby
Options for women with cancer in pregnancy
Postnatal treatment for gestational diabetes
Pregnancy and long‐term conditions
Preventing & managing mental health problems
Preventing and caring for pre‐eclampsia
Preventing and managing small‐for‐gestational‐age fetuses
Reducing alcohol, drug use, and smoking
Reducing domestic violence during pregnancy
Reducing obesity in pregnancy
Reducing/preventing preterm birth
Risks and benefits of drugs for mental health
Risks of older women having babies
Risks to babies of obesity in pregnancy
Role and experience of partners
Screening and managing placenta praevia
Screening for prenatal alcohol exposure
Support women to make informed decisions
Supporting breastfeeding
Supporting women to be healthier
Thromboembolism and pulmonary embolism in pregnancy
Time of day effects on labour and birth experience
Treating postpartum haemorrhage
Treating tears caused by birth
Understanding cause of stillbirth
Understanding rising C‐Section rates
Understanding rising induction rates
Women's views on risk and consent

12.4
26.4
15.6
12
23.6
15.2
11.6
17.2
36.8
26.8
20.4
20.4
16.4
34
9.6
18
46.4
26
14.4
16.8
30.8
12.4
17.6
34.4
15.6
12.4
18.8
10
7.6
23.2
34.8
13.6
12.4
15.2
22.4
21.2
37.2
17.2
20
18.4
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17.2
26.8
22.8
30.4
22.4
28.4
26.4
20.8
34
24.4
18
17.2
22.4
32
22.4
34
25.6
30.8
30.4
20.4
20.8
19.6
29.6
25.6
30
26.4
17.6
28.4
16.4
23.6
14.8
23.6
28
21.2
28
28.4
18.4
25.6
27.2
23.2

27.6
14.8
20
21.6
14.4
12.8
20.8
18.8
10.8
13.2
28
16
24.8
12.8
19.2
26
8.8
15.6
20.8
19.2
10.8
29.2
11.2
16.4
26.8
27.6
22
24.8
26
14.4
10.8
23.6
16.8
18.8
8.8
12.8
4
14.8
11.6
17.2

15.6
5.2
8
6.8
3.2
2.8
8
4.8
4.8
0.4
7.2
9.2
8.4
2.4
5.2
4.4
1.6
0.8
5.2
14
4.4
19.2
1.2
4
10
12.8
6.8
5.2
16.8
4.4
3.2
12
7.6
9.6
1.2
2
1.2
5.6
3.6
3.6

No
opinion
1.2
4.4
2.8
13.2
2.4
4
16.8
3.6
0
2.4
4
3.2
1.2
4
7.6
3.6
0.8
4
6.8
3.2
2.4
5.6
3.2
2
4
6
2.8
6.8
7.6
1.6
1.2
1.2
12.4
2.4
4.8
1.2
2.4
2.4
3.2
3.2
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Researchers
Low
Medium
Very high High
priority priority priority priority
%
%
%
%

Topic
Antenatal screening for low risk women
Assessing risks in pregnant women with rare disease
Awareness/use of preconception care
Birth experiences and postnatal mental health
Care available for experience of pregnancy loss
Care for obese women during pregnancy
Care for pregnant women with epilepsy
Care for women with diabetes during pregnancy
Changes to diet and activity during pregnancy
Chickenpox in pregnancy
Continuity of Midwife care
Detecting & caring for ectopic pregnancy
Detecting and managing breech births
Detecting/reducing the risk of miscarriage
Detecting/reducing the risk of stillbirth
Effect of postnatal care on future conception
Effectiveness of alternatives to medication for mental health treatment
Effectiveness of current postnatal care
Effectiveness of midwife support to help women be healthier
Effects of contraception on fertility, cancer, miscarriage
Encouraging cooperation among healthcare professionals
Ethnic inequalities in pregnancy outcomes
Factors affecting the risk of miscarriage
Feeding of premature babies
Feeding premature babies
Fertility and endometriosis
Funding allocation for maternity care
Geographic inequalities in pregnancy outcomes
Gestational diabetes in pregnancy
Health before pregnancy
Helping families care for premature babies
How does ovarian hyperstimulation syndrome occur
Identifying pregnancies for additional monitoring
Identifying women at risk of mental health problems
Impact of communication between healthcare staff and parents on safety
Impact of poor mental health
Impacts of miscarriage
Impacts of stress on healthcare staff on care
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12.5
15.9
13.6
38.6
31.8
27.3
20.5
27.3
23.9
2.3
23.9
6.8
9.1
21.6
44.3
14.8
34.1
23.9
27.3
11.4
21.6
34.1
23.9
21.6
21.6
15.9
27.3
29.5
23.9
33
18.2
4.5
19.3
35.2
18.2
23.9
20.5
21.6

19.3
23.9
29.5
22.7
23.9
45.5
25
42
30.7
20.5
21.6
20.5
28.4
29.5
27.3
19.3
22.7
22.7
25
31.8
29.5
31.8
26.1
33
28.4
28.4
21.6
20.5
29.5
23.9
33
11.4
30.7
33
37.5
23.9
19.3
25

38.6
28.4
27.3
23.9
15.9
14.8
34.1
18.2
25
26.1
20.5
36.4
28.4
21.6
9.1
26.1
22.7
21.6
23.9
25
19.3
14.8
23.9
19.3
22.7
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Improving diet and nutrition of women
Improving long‐term child outcomes
Inequalities in pregnancy outcomes by level of deprivation
Long‐term effects of ART
Long‐term effects of induction
Long‐term outcomes of preterm birth
Making ART safer/more effective
Managing vaginal births after C‐Section
Medications safe to take during pregnancy
Mix of Midwives needed for safe care
Nausea and vomiting in pregnancy
Non‐drug interventions for labour pain
Nutrition during pregnancy and effect on the baby
Options for women with cancer in pregnancy
Postnatal treatment for gestational diabetes
Pregnancy and long‐term conditions
Preventing & managing mental health problems
Preventing and caring for pre‐eclampsia
Preventing and managing small‐for‐gestational‐age fetuses
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Reducing obesity in pregnancy
Reducing/preventing preterm birth
Risks and benefits of drugs for mental health
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Support women to make informed decisions
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Time of day effects on labour and birth experience
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Treating tears caused by birth
Understanding cause of stillbirth
Understanding rising C‐Section rates
Understanding rising induction rates
Women's views on risk and consent
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