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Abstract

Introduction

The value of survey instruments in measuring the quality of maternity care from the
perspective of service users is well recognised. Many countries, including, for example, the
UK, USA and Australia use large scale national and regional surveys to explore women’s
experiences of their maternity care with the results informing national maternity policy and
practice. Prior to the commencement of this project, there was no such survey used within

the Irish maternity services.

The aim of the work presented in this thesis is to develop a survey instrument to evaluate
women’s experiences of their maternity care in Ireland. In line with the recommendations of
the Irish National Maternity Strategy, the purpose of this instrument is to identify areas for
improvement within maternity care in Ireland to facilitate the provision of safe, effective,

high-quality care.

Methods

This thesis includes five papers. The first paper (Chapter 2), a discussion paper on concept
development methodology, was developed in response to the challenges faced in
attempting to develop the concept of ‘women’s experiences of their maternity care’. This
paper presents a review of concept development in nursing and midwifery and explores
methodological considerations in concept development specific to nursing and midwifery.
Paper one informed the concept development strategy and method used in paper two. Paper
two (Chapter 3) presents an analysis of ‘women’s experiences of their maternity care’ using
the principle-based concept analysis method by Penrod and Hupcey (2005). Following the
development of the concept, the remainder of the study was completed using an adapted
two-phase exploratory sequential mixed methods design as reported in papers three, four
and five. A protocol for a systematic review of self-report instruments used internationally
to measure women’s experiences of their maternity care was developed and has been
presented as paper three (Chapter 4). A systematic review was then completed in line with
the protocol, the findings of which are presented in paper four (Chapter 5). The purpose of
the review was to identify self-report survey instruments available internationally to
measure women’s experiences of their maternity care, evaluate the methodological quality
of each survey instrument and evaluate the criteria for good measurement properties using

quality criteria and to categorise items included within each identified instrument.



Paper five (Chapter 6) reports the identification and prioritisation of items for inclusion in
the survey instrument. This consisted of the systematic review (Chapters 4 & 5), focus groups
and one to one interviews, and a gap analysis. An exhaustive item pool was then developed
based on items identified. Items were prioritised for inclusion in the final item bank through

a Delphi study and consensus review.

Results

Paper one presents an overview of the methodological considerations of commonly used
concept development strategies and methods within nursing and midwifery. The
methodological considerations discussed provides guidance in determining the most
appropriate strategy and method of concept development. Paper one informed the choice
of the principle-based concept analysis method by Penrod & Hupcey as being the most
suitable conceptual development framework for the analysis of women’s experiences of
their maternity care. Using the principle-based method of concept analysis, the concept was
analysed under the epistemological, pragmatic, linguistic and logical principles. The outcome
of the concept analysis is a theoretical definition that highlights the subjective nature of the
concept, its dependency upon a woman’s individual needs, expectations and circumstances

and the influence of the organisation and delivery of maternity care.

Citations were identified (n=4,905) from database searches as part of the systematic review.
Additional records were obtained via reference checking and by expert suggestion. Following
stepped screening, 40 papers related to 20 instruments are included in the review. Findings
indicate that published evidence of the methodological and psychometric quality of self-
report survey instruments to measure women’s experiences of their maternity care is

lacking.

Focus group and one to one interviews were completed with 82 participants from key
stakeholder groups, i.e., women as service users as the Irish maternity services, midwives,
public health nurses, obstetricians, neonatologists, anaesthesiologists, General
Practitioners, policymakers and funders. These interviews enabled exploring aspects of care
that stakeholders consider to be of most importance for inclusion within this survey
instrument and identify any further potential outcomes of importance to each stakeholder
group not identified in the concept analysis & systematic review. A hybrid approach to the
analysis of the data arising from the interviews was adopted. The analysis was guided first

by an inductive approach (Braun and Clarke's recursive thematic analysis approach) and
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subsequently influenced by a deductive approach (framework approach) (see Chapter 6).

The gap analysis mapped the suite of international items against the findings of the focus
group and one to one interviews in addition to Irish policy documents, i.e., (i) National
Maternity Strategy (Creating a Better Future Together) (ii) HIQA National Standards for Safer
Better Maternity Services and (iii) the background document supporting the development of
National Standards for Safer Better Maternity Services. The purpose of the gap analysis was
to identify items for inclusion within the survey instrument that had not been identified

within the suite of items arising from the systematic review.

An item pool for inclusion in the pilot survey was drawn up. It included items identified in
the international analysis, as per the results of the focus group and one to one interviews
and gap analysis. Various formats were also determined at this stage; for example, the

selection of the number of scale points to be used.

Refinement of the item pool was completed via an online two-round Delphi study with key
stakeholder groups, i.e., women as service users as the Irish maternity services, midwives,
public health nurses, obstetricians, neonatologists, anaesthesiologists, General
Practitioners, policymakers and funders. Twenty-two participants completed round one of

the Delphi study and 127 participants completed round two of the Delphi study.

Following the Delphi study, all items judged suitable for inclusion in the survey instrument
were reviewed by experts in the areas of survey development and maternity care in Ireland.
The purpose of additional reviews was to assess for areas not included, inclusion of irrelevant

areas and to identify if a relevant part of the construct may have been missed.
Integration of the use of the survey instrument within the Irish maternity services;

The National Care Experience Programme (NCEP) is a partnership between the health service
regulator (Health Information and Quality Authority (HIQA)), the national healthcare
provider (Health Service Executive (HSE)) and the national policymaker (Department of
Health). It was launched in Ireland in 2019 to evaluate service users’ experiences across the
public acute healthcare services with the results informing care improvement actions
nationally. A formal agreement was reached in 2018 with HIQA, who oversees the
programme, that the bank of items developed within the project reported here will be the
basis for the National Maternity Experience Survey (NMES). The NMES was launched

nationally on February 4" 2020.
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Conclusion

A bank of 95 items have been prioritised and grouped within eight sections; care during your
pregnancy, care during your labour and birth, care in hospital after the birth of your baby,
specialised care for your baby, feeding your baby, care at home after the birth of your baby,
overall care and you and your household. As per the National Inpatient Experience Survey
development process, HIQA will now use this bank as the basis for the survey with the
remainder of the questions acting as a reserve list for possible inclusion in future iterations

of the survey.
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and RG. | led on the reviewer’s feedback and it was approved by MD and DD.

The third paper published is presented in Chapter 4. This paper presents a protocol for a
systematic review of self-report survey instruments used internationally to measure
women'’s experiences of their maternity care. | led on the development of this protocol in
line with the Preferred Reporting Items for Systematic Reviews and Meta- Analysis Protocols
(PRISMA- P) statement. The review protocol was submitted by me to the International
Prospective Register of Systematic Reviews (PROSPERO) on 14/08/2018 (No.
CRD42018105325). The search strategy was developed iteratively by DD and myself. The
search strategy was tested in three databases and revised by me. Methods of data screening,
inclusion and exclusion criteria and the data extraction process were determined by DD and
myself. Methods by which to complete critical appraisal of included data were devised by

DD, Michelle Beattie (MB) and myself. A data extraction form was developed by me following
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advice from MB and approved by DD to standardise the collection of information related to
the items included within each survey instrument and included within the publication. |
drafted the manuscript and it was approved by the authors RG, Laura O’'Dwyer (LO’D), Ethel
Ryan (ER), MW, MB and DD. | led on the reviewer’s feedback and it was approved by DD.
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survey instruments used internationally to measure women’s experiences of their maternity
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(COSMIN) guidance for completing systematic reviews of patient-reported outcome
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asked to suggest studies for inclusion. All citations were managed by me in Endnote X7. All
citations were exported to Covidence by me and screened at title and abstract, and then by
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to extract data from included instruments. Prior to submission, an updated literature search
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approved by DD.
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(NCEP). Analysis of the data arising from the interviews was completed independently by me

XV



in NVIVO and confirmed by MD. The gap analysis was completed by me and Elaine Finucane
(EF). The write up of item pool was led by me and supported by DD. The application for
ethical approval to complete the Delphi study and consensus review to the NUI Galway
Research Ethics Committee was prepared by me and approved by DD. Amendments to the
data collection methods were requested by me with DD's support. Recruitment letters,
Participant Information Leaflets, consent forms and interview schedules for the Delphi study
and consensus review were developed by me and approved by DD. Recruitment for the
Delphi study was completed by the NCEP assisted by DD and myself. The Delphi study was
input into Crowdsignal, and hosted by, the NCEP. Analysis of all data arising from the Delphi
study was completed by DD and myself. Recruitment for the consensus reviews was
completed by the NCEP with assistance from DD and myself. Analysis of all feedback arising
from the reviews was incorporated into the item pool by me and confirmed by DD. | drafted
the manuscript and it was approved by the authors Conor Foley (CF), Linda Drummond (LD),
RG, LO’D, ER, MW, MB and DD. | will attend to reviewer requests for amendments as needed,

with the support of DD.

XVi



List of Publications from the Thesis

Published papers

1. BEECHER, C., DEVANE, D., WHITE, M., GREENE, R. & DOWLING, M. 2019. Concept
development in Nursing and Midwifery: An overview of methodological approaches.
Int Journal of Nursing Practice, 25, 1, doi: 10.1111/ijn.12702.

2. BEECHER, C., DEVANE, D., WHITE, M., GREENE, R. & DOWLING, M. 2019. Women's
experiences of their maternity care: A principle- based concept analysis. Women and
Birth. doi: 10.1016/j.wombi.2019.11.001.

3. BEECHER, C., GREENE, R., O'DWYER, L., RYAN, E., WHITE, M., BEATTIE, M. & DEVANE,
D. 2020. Measuring women's experiences of maternity care: protocol for a
systematic review of self-report survey instruments. Systematic Reviews, 9, 4, doi:
10.1186/s13643-019-1261-8.

4. BEECHER, C., GREENE, R., O'DWYER, L., RYAN, E., WHITE, M., BEATTIE, M. & DEVANE,
D. Measuring women's experiences of maternity care: a systematic review of self-
report survey instruments. Women and Birth, (accepted for publication May 2020,

awaiting publication details)

Submitted paper

1. BEECHER, C., DRUMMOND, L., FOLEY, C., WHITE, M., GREENE, R., RYAN, E.,
O'DWYER, L., DOWLING, M., DEVANE, D. Development of a survey instrument to
evaluate women’s experiences of their maternity care. Submitted to Women and

Birth.

XVii



Acknowledgments

| would like to thank my primary supervisor, Professor Declan Devane for his unwavering
support throughout this PhD. | have so much appreciation for the time he gave to this
project. | could not have completed this PhD without his advice and expertise. In particular,

| would like to thank Declan for his reminder when | needed it to “trust the process”.

Thank you to both of my co- supervisors- Professor Richard Greene and Professor Laura

O’Dwyer for the time and expertise that they afforded to me throughout this project.

| am extremely grateful to the Programme for Health Service Improvement for their funding
of this project, and in particular the Programme Director, Dr. Mark White, for his support

and encouragement at each stage of the process.

| would like to thank each of my co- authors on the included papers. Thank you to Dr. Maura
Dowling in particular, who has co- authored on three of the five papers included in this

project and has been extremely generous with her time and knowledge.

| would like to thank my three Graduate Research Committee members; Professor Dympna

Casey, Dr. Hazel Killeen and Dr. Maura Dowling for their guidance at our annual meetings.

Thank you to Dr. Yvette Millar for giving her time generously to me and discussing in detail
the operational aspects of Having A Baby in Queensland. Her guidance on various aspects of

this project was very much appreciated.

| would like to thank each of the participants that took part in any stage of this project. | am

so grateful to all participants for taking the time to share their views.

Thank you to the Health Information and Quality Authority (HIQA) for their support of this
project, in particular their assistance with recruitment of participants for the focus groups,

one to one interviews and the Delphi study.

Thank you to the CHEMRES group for their encouragement and advice throughout this

project.

Thank you to my friends and my extended family- who are a constant support to me, for
always being there to listen, but more importantly for the regular distractions from this work,

which helped to keep me sane.

XViii



Mom, Dad and Michael- thank you so much for your support in everything that | do, your

help over the last 3 years has been invaluable.

Dave- | just simply could not have completed this without your support and encouragement.

Thank you for your love and your patience.

XiX



Funding

Funding to undertake and complete this study (stipend and fees) was awarded by the
Programme for Health Service Improvement, Health Service Executive, Dublin, Ireland.
Additional funding was awarded by the Programme for Health Service Improvement, Health

Service Executive, Dublin, Ireland for costs of open access publishing.

XX



Table 2.1

Table 2.2

Table 2.3

Table 3.1

Table 4.1

Table 4.2

Table 4.3

Table 5.1
Table 5.2

Table 6.1

Table 6.2

Table 6.3

List of Tables

Concept development Strategies.....cccuviviivvrrcereieinercre e 19
Additional information on discussed methods.........ccccevvvininennceciesienieennes 22
Descriptions of philosophical terms..........cocovvcieceinininccce e 24

Definitions of each of the four guiding principles and a description of their

application to the CONCEPTL....ccciviieiec e e 46
Search strategy for CINAHL database.......cccuviveveiceeieieseninseeeeereseese e e 68
COSMIN recommended criteria for good measurement properties............ 72
Data eXtraction fOrM. ... i s er s s e 74
Characteristics of included inStruments..........cocceeieininincnece e 93

Quality of the evidence for measurement properties of the survey

(TR TY 1 0T 0 1 1=] o) 99

Overview of stakeholder groups/ participants included within each stage of
the developmENt PrOCESS ..ot sttt s s 126
Thematic categories aligned with WHO responsiveness domains and

IHHUSErative EXEIACES....c.eceeeeeeirece ettt st s s 133

Seven additional thematic categories and illustrative extracts.................. 138

XXi



Figure 3.1

Figure 5.1

Figure 5. 2

Figure 6.1

List of Figures

PRISMA flOW diagram.......cccccueieririiniireiese e s sesseeievcetese s esesse st st ses e s sensesens 45
Modified PRISMA flow diagram.........ccccecueiriniineinenie e siesescesssseess e ee e sees 92
Genesis of the NPEU & CQC survey instruments........cocooeeeveeeneinreneeneeiennenn 98

Overview of the survey development process and summary of results....129

XXii



List of Abbreviations

AUC; Area Under the Curve

CINAHL; Cumulative Index of Nursing and Allied Health Literature

COSMIN; COnsensus- based Standards for the selection of health Measurement

Instruments

CQC: Care Quality Commission

CTT; Classical Test Theory

DIF; Differential item functioning

EMBASE; Excerpta Medica dataBASE

HIQA: Health Information and Quality Authority

HSE: Health Service Executive

HSE: Health Service Executive

ICC; Interclass Correlation Coefficient

IRT; Item Response Theory

LoA; Limits of Agreement

MEDLINE; MEDLINE is the online counterpart to MEDLARS MEDical Literature Analysis and

Retrieval System)

MIC; Minimal Important Change

NCEP: National Care Experience Programme

NI: Northern Ireland

NMES: National Maternity Experience Survey

NPEU: National Perinatal Epidemiology Unit

XXiii



PRISMA- P; Preferred Reporting Items for Systematic Reviews and Meta-Analyses-

Protocols

PRISMA; Preferred Reporting Items for Systematic Reviews and Meta-Analyses

PREM,; Patient Reported Experience Measure

PROM,; Patient Reported Outcome Measure

PROSPERO; International Prospective Register of Systematic Reviews

SDC; Smallest Detectable Change

WHO: World Health Organization

XXiV



Chapter 1: Introduction

Chapter 1: Introduction

1.1 Introduction

This chapter introduces the thesis and provides background information necessary to
understand the context in which the work is positioned. It outlines the importance of, and
need for, the development of a survey instrument to evaluate women’s experiences of their
maternity care in Ireland. The chapter also presents the study aims and outlines the thesis

structure.

1.1.1  Evaluation of maternity care experiences

Traditionally, the quality of healthcare received has been determined primarily by health
outcomes such as mortality and morbidity. An additional aspect of performance, the way
that service users experience their care, has gained prominence in recent decades both as
an independent marker of performance, and as a critical means of evaluating the quality of
care received (Larson et al., 2019, Ahmed et al., 2014). In the broader healthcare context,
patient experiences of care have been identified as a means of evaluating the degree to
which the care provided is person-centred (Anhang Price et al., 2014). Person-centred care,
and evaluating patient experiences specifically, are an essential aspect of quality of care, as
they are associated positively with safety and clinical effectiveness and linked intrinsically to

the protection of human rights (Doyle et al., 2013, Larson et al., 2019).

Given the importance of evaluating patient experiences, there is a growing body of work on
the development of the concept of patient experiences (Wolf et al., 2014). There are,
however, distinct differences between the care provided within maternity and general
healthcare services (National Partnership For Women & Families, 2015) and this work is not
transferrable to the interpretation of the concept of women’s experiences of their maternity
care. In contrast to the body of work in developing the concept of patient experiences,
minimal work has been completed to date that contributes to an agreed definition of the
concept of ‘women’s experiences of their maternity care’. This may be attributable to the
complex trajectory of maternity care, with care generally being provided by multiple
professionals, across numerous time points at different locations, with tasks often executed

interchangeably (Scheerhagen et al., 2015).

The memories that arise from women’s experiences of being pregnant, giving birth and the

early postpartum period can stay with them for their lifetime (Redshaw et al.,, 2019). A
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woman’s experiences of maternity care can have long- and short-term effects on the woman
herself, her baby and the wider family. A positive experience of maternity care, for example,
can contribute to women'’s positive feelings of self- worth (Redshaw et al., 2014), facilitate a
woman’s comfort and confidence with maternity services (Pangas et al., 2019) and improve
attendance at maternity care services (Carolan and Cassar, 2010). Conversely, negative
experiences of maternity care contribute to feelings of vulnerability, fear, stress, and low
self-confidence (MclLeish and Redshaw, 2019, Aktas and Aydin, 2019, Ronnerhag et al.,
2018). Furthermore, negative maternity experiences can lead to postnatal mental health
disorders, as well as influencing decision making around any future pregnancies and possibly
impacting on a woman’s future reproduction in general (Redshaw et al., 2019). Given the
impact of both positive and negative maternity experiences, the evaluation of the maternity

care that women receive is essential for the optimisation of maternity services.

As experiences of care are abstract, and therefore not observable directly, there is a growing
focus on how they are evaluated. As a reflection of the complexity of healthcare, a multitude
of methods to evaluate experiences of care exist, including qualitative, quantitative and
mixed-method approaches. Data collection methods such as one to one interviews and focus
group interviews offer the opportunity to collect data that provide an in-depth
understanding of the care that has been received but the summation and interpretation of
such data can be challenging (LaVela and Gallan, 2014). Conversely, structured survey
instruments, as the most common quantitative method of collecting data, can be
implemented with relatively large samples allowing for a greater comparison, albeit without
the depth and richness of qualitative methods (Beattie et al., 2015). The use of a mixed-
methods approach that incorporates the use of both qualitative and quantitative
methodology offers the benefit of providing a greater comprehension of the care experience
and the triangulation of data. Although resource-intensive, it offers an insight into
contradictions between the quantitative results and qualitative findings (LaVela and Gallan,
2014). While it is clear that survey instruments do not provide the same richness and depth
that might be provided through interviews, the benefit of such instruments in collecting
substantial amounts of data from a large number of respondents efficiently has led to their
use in many large-scale initiatives to evaluate women’s experiences of their care. The use of
such large scale surveys has facilitated the identification of areas of care requiring practice
and or policy change. In the UK, for example, the NHS Trusts that provide maternity care
regularly employ the use of the large scale Care Quality Commission (CQC) self- report survey

instruments to assess the care that is provided (Survey Coordination Centre, 2019). Prior to
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the completion of the work presented in this thesis, there was no such survey used within

the Irish maternity services.

1.1.2 Comparable evaluations of healthcare

Contemporary evaluations of experiences of care, as a marker of care quality, contrast with
a historical focus on satisfaction with care. The overlap between the two concepts in the
literature is apparent with the terms often used interchangeably (Berkowitz, 2016, Ahmed
et al., 2014). Despite both concepts being identifiable as person-centered measures (Larson
et al., 2019), there are marked differences in underlying approaches (Beattie et al., 2015).
Asking a service user to report either their experience or satisfaction with the care that they
have received inherently introduces a level of subjectivity; however, it is how survey items
are framed when attempting to evaluate either of the concepts that determine the degree
of subjectivity elicited (Larson et al., 2019). Evaluation of satisfaction with care seeks to
identify service user’s subjective interpretation of their level of contentment with the care
they received, in contrast to the evaluation of experiences of care that instead ask for a direct
report of the care that was received (Graham and Woods, 2013). It is argued that as
satisfaction with care consists of some level of happiness, it can be influenced easily by
factors other than the care received (Manary et al., 2013). The evaluation of satisfaction with
care is also identified as having limited utility in the improvement of quality of care as an
identification of dissatisfaction with care establishes that there is a deficit in care but
provides little information on what caused the dissatisfaction, or how the issue should be

addressed (Graham and Woods, 2013).

Similarly, there is considerable interest in the evaluation of patient reported health
outcomes. These outcomes focus on the service user’s subjective reports of the effects and
performance of treatments that they have received, and data are collected by using
questionnaires or surveys known as Patient Reported Outcome Measures (PROMs)
(Jenkinson and Fitzpatrick, 2013). Comparisons are often drawn between PROMs and Patient
Reported Experience Measures (PREMs). Although comparable in ways, the underlying
principles of both differ significantly (Kingsley and Patel, 2017). PREMs focus on the
evaluation of the process of care specific to a particular healthcare need or disease (e.g.
COPD) and may be used to complement more generic survey’s that evaluate experiences of
healthcare (Walker et al, 2017). Alternatively, PROMs assess the effect of health
interventions on physical and emotional functioning and quality of life and can be classified

as either generic or disease specific. Findings arising from the use of PROMs are attributable
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to the intervention or treatment received by service users with potential uses for PROMs
including outcomes in research, service user informed decision making, clinical decision
making, and cost-utility studies (Jenkinson and Fitzpatrick, 2013, Padula and McQueen,

2019).

The focus of this thesis is on the development of a survey instrument to evaluate experiences
of care. Due to the minimal work that has taken place on the definition of the concept of
‘women’s experiences of their maternity care’ to date and the consistent comparisons that
are drawn between the evaluation of experiences of care and other concepts such as
satisfaction with care, an essential preliminary step of the project was to analyse the
concept. A theoretical definition! of the concept was developed under the guidance of
Penrod and Hupcey (2005) principle-based concept analysis method (Beecher et al., 2019).
Using this method of analysis, the theoretical integration of the concept of ‘women’s
experiences of their maternity care’ with related concepts, such as satisfaction, was
explored. The theoretical definition provided a basis for the remainder of the project and, as
is critical in the development of survey instruments that evaluate experiences of care, it

contributed to the understanding of how care quality is experienced (Holt, 2018).

1.1.3  Evaluation of women’s experiences of their maternity care in the Irish context

The National Maternity Strategy- Creating a Better Future Together 2016-2026 (Department
of Health, 2016) was launched in Ireland in 2016 by the Department of Health. The Strategy
mapped the future of the maternity care services to safeguard the provision of safe,
nationally consistent, high-quality woman centered care to the women of Ireland and their
families. The Strategy focused on the provision of choice to women who avail of maternity
care within Ireland through three care pathways, i.e., Supported Care, Assisted Care and

Specialised Care.

The Strategy, which is Ireland’s first National Maternity Strategy, identified four drivers for
change of the maternity services. These are; population needs, international trends, public

consultation and reports on Irish maternity services.

1 “Women’s experiences of their maternity care’ is a complex concept referring to women’s
interpretation of their care encounters within the maternity services. It is subjective in nature and
evolves throughout the course of pregnancy, childbirth and the postpartum period. It is dependent
upon a woman’s individual needs and expectations, shaped by their personal circumstances and
influenced by how their care is organised and delivered”.

4
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1.1.3.1 Population needs

Maternity services in Ireland are complex and advancements in the provision of women-
centered maternity care, for example, the introduction of midwifery-led units, are often
protracted as the medicalisation of maternity care dominates (Devane et al., 2007, Hunter
etal., 2017). The demographics of women who give birth in Ireland are continuously evolving
(Corbett et al., 2020). To provide a framework for the provision of maternity services in
Ireland, trends in the Irish population and their needs were evaluated to inform the Strategy.
These trends included maternal age, the identification of the distribution of the population
of childbearing age, birth rates, mode of birth, the incidence of high-risk pregnancies, the
rates of pregnancy loss, perinatal mortality rate, maternal mortality ratio and the rates of
termination of pregnancies of Irish women. At the time of the publication of the report,
termination of pregnancy remained unconstitutional?> and therefore, the rates of Irish

women seeking termination of pregnancy in the U.K. was evaluated.
1.1.3.2 International trends

An analysis of the international trends in the provision of maternity services was undertaken
to inform the development of the Strategy and focused on seven jurisdictions, each of which
had produced a plan for the delivery of maternity services. Although maternity care services
vary significantly internationally, a commonality that emerged was a woman-centered
approach to the provision of care that takes into account the experiences, and wishes, of

women.
1.1.3.3 Public consultation

The priorities of women who access maternity services are crucial for informing the design
and provision of those services (Downe et al., 2018). The development of the Strategy was
informed by a public consultation in the form of an online questionnaire and two focus
groups with most participants being identified as service users. This consultation focused on
what was working well within the maternity services, what was not working well, and what
could be improved. The National Maternity Strategy report presents several service user

guotes that highlight what had been working well within the maternity services, for example;

2 In December 2018 the Health (Regulation of Termination of Pregnancy) Act 2018 was signed into
law by President Michael D. Higgins. This defines the circumstances and processes within which
abortion may be performed legally in Ireland.
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“There are many aspects of our current maternity service working well and this is due
to the dedicated, caring and knowledgeable healthcare workers providing excellent

care to women and their families”

“The introduction of midwifery led care is a step in the right direction giving women
more choice and allowing them to be involved in the planning of woman centered
care and giving feedback to those delivering and planning each woman’s individual

care”

The report also presents service user quotes that identify areas in need of improvement, for

example;

“It’s disheartening to see that the range of ante and postnatal care and birthing
options that are available in major urban areas (Dublin) are not available in smaller
hospital catchment areas. As someone who lives rurally | would love to be able to

avail of home based antenatal and postnatal care”

“I didn’t have a say in how | wished my birth would go, I felt like | was a number and
didn’t matter. | felt the consultants team members were dismissive of my feelings
regarding their choices for me and felt like | was a puppet with no voice; going
through a first pregnancy is scary enough without being made feel like | had no
control or say with anything that was to be done to my body. Communication needs
to be improved greatly; a woman should be made feel part of the process not just an

instrument in it!”

1.1.3.4 Reports on Irish maternity services

The greatest driver of the development of the Strategy was the publication of several reports
and reviews in the year’s previous highlighting service deficits and failings within the
maternity services. These reports included the Health Information and Quality Authority
(HIQA) report into the safety, quality and standards of services provided to patients at the
Regional Hospital, Portlaocise (Health information and Quality Authority, 2015), the HSE
Midland Regional Hospital, Portlaoise Perinatal Deaths (2006-date). Report to the Minister
for Health Dr James Reilly TD From Dr Tony Holohan Chief Medical Officer (Department of
Health, 2014) and the 2015 reviews of Governance of Maternity Services in Cavan General

Hospital and South Tipperary General Hospital (Flory, 2015a, Flory, 2015b).
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The commitment to the development of the Strategy arose from the recommendation of the
HIQA report titled ‘Investigation into the safety, quality and standards of services provided
by the Health Service Executive to patients, including pregnant women, at risk of clinical
deterioration, including those provided in University Hospital Galway, and as reflected in the
care and treatment provided to Savita Halappanavar’ (Health Information and Quality
Authority, 2013). The report recommended that a strategy be developed to implement
models for the delivery of a maternity service that, based on best available evidence,
provides women with choice and access to appropriate care and support. The National

Maternity Strategy provides the framework for this service.

Priority two of the Strategy recommends that women have access to safe, high quality,
nationally consistent, woman-centered care. The development of a formal structure to
evaluate women’s experiences of their maternity care, as a means of informing quality

improvement actions, was identified as a critical component of delivering this priority.

The National Standards for Safer Better Maternity Services (Health Information and Quality
Authority, 2016), published by HIQA to support the implementation of the National
Maternity Strategy, informed a policy decision to develop and implement a survey
instrument to evaluate women’s experiences of their maternity care in the Republic of

Ireland specifically and gives impetus for this study.

The National Care Experience Programme (NCEP) is a partnership between the health service
regulator (HIQA), the national healthcare provider (Health Service Executive (HSE)) and the
national policymaker (Department of Health) launched in Ireland in 2019 to evaluate service
users’ experiences annually across the acute public healthcare services. Results inform care
improvement actions nationally. Following numerous meetings and extensive discussions
with key personnel within HIQA, who will oversee the National survey, it was agreed that the
survey instrument being developed, as presented within this thesis, would become the
National Maternity Experience Survey (NMES). It was decided a priori with the NCEP that the
NMES would cover the full pathway of maternity care from a woman’s first antenatal
contact, through labour and birth, to the care provided in the community up to three months
postpartum. Given the scope of the survey instrument, it was also decided a priori that
women who have been bereaved by pregnancy and infant loss would not be asked to
complete the final NMES when launched nationally. In line with international practice, the
NCEP plans to develop a survey instrument specific to the needs of these women. The NMES

was launched nationally in February 2020.
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1.1.4 Development of survey instruments used to evaluate women’s experiences of their

maternity care

The implementation of an instrument such as the NMES, from which the arising results will
influence the direction of limited resources, must be of sound methodological quality. The
methodological quality of such an instrument impacts directly on the credibility of the
findings (Mokkink et al., 2018). The emerging focus on the evaluation of experiences of
healthcare in recent decades has led to a parallel growth in the development of survey
instruments specifically for the evaluation of such experiences. This has resulted in a
dramatic increase in the volume of available instruments in recent decades (Terwee et al.,

2007).

Despite availability, and although various aspects of instruments that are used
internationally to evaluate women’s experiences of their maternity care have informed the
development process of the NMES, no existing instrument in its entirety was applicable to
the Irish context, primarily because of the complex differing nature of the maternity services
currently provided to women in Ireland. To provide meaningful and psychometrically robust
results relevant to and actionable in the context of the Irish maternity services, it was crucial
that the development process incorporated the perspectives of key stakeholder groups.
Redshaw et al. (2019) identify two key stakeholder groups, the service users of the maternity
services, and the organisation implementing the survey and interpreting the arising results
into quality improvement actions. The methods used to develop the NMES incorporated the
views of these two groups, as well as other stakeholder groups, including midwives,
obstetricians, public health nurses, general practitioners, neonatologists, neonatal nurses,

anaesthesiologists, policymakers and funders.

As the number of instruments measuring women’s experiences of their maternity care has
grown, it is evident that the quality of such instruments varies, despite many being used
widely. In the UK, for example, the large-scale surveys implemented by the CQC, although
providing an important overview of the maternity care that has been provided to women
and the change in this care over time, there is (perhaps counter intuitively) a lack of evidence
that the inferences made from these evaluations are valid (Redshaw et al., 2019). Content
validity has been defined as the degree to which the content of a survey instrument reflects
the construct being measured, specifically, how adequately the content of a survey
instrument reflects women’s experiences of their maternity care (Mokkink et al., 2010). The

content validity of such instruments is critical as a lack of content validity impacts all other
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measurement properties directly, such as internal consistency and structural validity
(Terwee et al., 2018). If the items included within an instrument lack relevance, then the
evaluation of any other measurement properties is futile (Prinsen et al., 2018). Furthermore,
the use of validated instruments addresses the issue of an introduction of subjectivity in

reporting experiences of care (Larson et al., 2019).

1.2 Study aim

The aim of this study is:

— Develop a survey instrument to evaluate women’s experiences of their maternity care in
Ireland. In line with the recommendations of the Irish National Maternity Strategy, the
purpose of implementing this instrument is to identify areas for improvement within

maternity care in Ireland to facilitate the provision of safe, effective, high-quality care.

1.3 Outline of thesis

This thesis comprises seven chapters. The chapters include four published peer-reviewed
papers (Chapters 2, 3, 4 and 5) and one has been submitted to a peer-reviewed journal
(Chapters 6). As the structure of the PhD is thesis by publication, the references for each
individual paper are presented at the end of the respective chapters. Due to the independent

nature of the papers for publication, there is an unavoidable element of repetition.

Chapter 1 introduces the thesis and presents background information on the development

of a survey instrument to evaluate women’s experiences of their maternity care.

Chapter 2 presents a discussion paper on the methodological approaches to concept

development as relevant to the nursing and midwifery domain.

Chapter 3 presents an analysis of the concept ‘women’s experiences of their maternity care’

using the principle-based concept analysis method.

Chapter 4 presents a protocol for a systematic review of self-report survey instruments used
internationally to measure women’s experiences of their maternity care and Chapter 5

presents the completed systematic review.

Chapter 6 describes all additional studies that were completed in the development of the

item bank, namely, focus groups and one to one interviews with key stakeholder groups, a
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gap analysis, development an initial item pool, a two-round Delphi study and a consensus

review.

Chapter 7 presents an overall discussion of the thesis and the individual findings of each
aspect of the work that has been undertaken. Overall strengths and limitations and

implications for practice and further research are identified.
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Chapter 2: Concept development in Nursing and Midwifery: An overview of

methodological approaches.
2.1 Introduction

This chapter presents paper 1. Paper 1 provides an overview of the methodological
considerations of commonly used concept development strategies and methods (Norris
1982, Walker & Avant 2018, Rodgers 2000 and Penrod and Hupcey 2005) within nursing and
midwifery. This paper was written in response to the challenges faced in attempting to
develop the concept of ‘women’s experiences of their maternity care’ (Chapter 3). The
clarification of the intended use of various concept development strategies and explication
of the fundamental methodological principles of four commonly used concept development
methods will provide guidance to nurse and midwife researchers in their choice of concept

development methodology.
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2.3 Abstract

Background Over the past four decades, there has been a growing focus on the resolution of
conceptual problems through the process of concept development. As the focus on this area
has grown, so too has the number of debates in the literature on methodological aspects of

concept development.

Aim To provide an overview of the essential methodological considerations of concept

development.

Design Discussion paper. An overview is presented of the methodological considerations of
commonly used concept development strategies and methods (Norris 1982, Walker & Avant

2018, Rodgers 2000 and Penrod and Hupcey 2005) within nursing and midwifery.

Data Sources Literature dating from the inception of concept development in nursing and

midwifery.

Implications for Nursing and Midwifery The robust development of concepts is a vital
component in advancing the knowledge base of nursing and midwifery theory and practice.
However, the complexity of the concept development literature may serve to exacerbate the

challenges of developing a given concept, in particular for the novice researcher.

Conclusion The methodological considerations discussed provides guidance in determining

the most appropriate strategy and method of concept development.

Key words Concept analysis, concept clarification, concept development, method,

midwifery, nursing, strategies.
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2.4 Introduction

The value of concept development in advancing the unique knowledge base of nursing and
midwifery theory and practice has been widely acknowledged (Baldwin, 2008; Duncan,
Cloutier, & Bailey, 2007; Penrod & Hupcey, 2005; Rodgers, 2000a, 2011). Concept
development is also critical to the credibility of research without which “subsequent research
may be based on false assumptions, false premises, and hypotheses that have no relevance

in the real world” (Norris, 1982, p. 11).

Over the past four decades considerable attention has focused on the resolution of
conceptual problems through the process of concept development (Beckwith, Dickinson, &
Kendall, 2008; Meleis, 2007; Rodgers, 2011; Walker & Avant, 2018), with the first concept
development method specific to a nursing and midwifery domain pioneered by Norris in

1982, followed shortly after by Walker and Avant in 1983.

The growing focus on this topic has led to a proliferation of debate in relation to all aspects
of concept development, much of which centres around the philosophical perspectives of
leading metatheorists. For example, debates abound on the interpretation of the term
‘concept’ (Penrod & Hupcey, 2005; Rodgers, 1989, 2000b; Walker & Avant, 2018), the nature
of the relationship between concepts and theory (Bergdahl & Bertero, 2016; Morse, 1995;
Paley, 1996; Risjord, 2010; Rodgers, 2000b) and the optimum strategies and methods to be
used to effectively facilitate the development of concepts (Beckwith et al., 2008; Meleis,

2007; Penrod & Hupcey, 2005; Weaver & Mitcham, 2008).

Complexity of the concept development methodology literature exacerbates the challenges
of developing concepts and for the novice researcher the translation and utilisation of this
literature is often problematic. Despite these challenges, the knowledge base of nursing and
midwifery continues to expand rapidly through research, therefore it is important that
concept development methodology is not only understood but also utilised to ensure
practice is informed by high quality evidence. The practice implications of concept
development are evident for instance, by the recent development of the concept of
‘women’s experiences of their maternity care’ by the authors of this paper. The outcome of
this development has highlighted aspects of the concept that were not initially evident,
which has informed the ongoing development of a survey instrument to measure women’s
experiences of the maternity care within the Republic of Ireland specifically; the results of

which will be used to influence national policy and practice.
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In response to an evident gap in the literature and supported by relevant literature and
theory, an overview is provided here for the novice researcher, or those new to concept
development, on the essential methodological considerations of concept development.
When searching for and reviewing the supporting literature, no restrictions on year of

publication were applied.

2.5 Discussion

2.5.1 Methodological considerations

2.5.1.1 Concept development strategies;

The first step required by researchers when developing a concept is to choose a strategy that
is most appropriate to the concept being developed. Concept development literature in the
nursing and midwifery domain is replete with interchangeable terms relating to the
strategies of concept development (Duncan et al., 2007; Fawcett, 2012; Meleis, 2007). For
example, the terms concept analysis, concept clarification and concept exploration are
widely used to describe concept development strategies within the nursing and midwifery
domain (Duncan et al., 2007; Fawcett, 2012; Meleis, 2007; Walker & Avant, 2018). Each are
vital for the progression of knowledge development in nursing and midwifery, however, the
fundamental difference between each can be found in their intended use, as described in
table 2.1 (Meleis, 2007). It is clear from these descriptions that choosing a concept
development strategy wholly depends on the concept being developed and the conceptual
problem that requires resolving. Researchers must therefore attempt to gain an insight into
current understandings of the concept, through an examination of the literature, before

deciding on an appropriate strategy.

Table 2.1. Concept development strategies;

Strategy name Description

Concept Concept analysis, considered to be the most familiar of concept development
analysis terms (Rodgers, 2000b), is a means of further developing a concept that has
previously been defined, clarified and utilised in nursing and midwifery literature
(Meleis, 2007). Concept analysis methods include the work of Wilson (1963),
(Walker & Avant, 2018), Rodgers (2000a) and Penrod and Hupcey (2005).

Concept Concept clarification is used for the refinement of existing concepts that have

clarification been accepted into the nursing and midwifery domain without a “clear, shared
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and conscious agreement on the properties or the meaning attributed to the
concept” (Meleis, 2007, p. 167). A common concept clarification method used in

the Nursing and Midwifery literature is by Norris (1982).

Concept Concept exploration may be employed by researchers who aim to raise and
exploration answer questions on ambiguous concepts whose relationship to the nursing and
midwifery setting may be at the preliminary stages (Meleis, 2007). For example,
concept exploration may be used for the development of newly identified
concepts, concepts that have been uncritically adopted from other healthcare
settings, or concepts so familiar to a discipline that their application and
relevance to the development of practice is unknown or undervalued. The
exploration of many concepts is influenced by the work of Morse et al (Morse,

2000; Morse, Hupcey, et al., 1996).

2.5.1.2 Concept development methods;

Once an appropriate strategy has been decided, researchers must then turn their focus to
the methods recommended. The methods of concept development are frameworks that
have been formulated to provide a structured approach to adequately implement the chosen
concept development strategy. Rodgers (2000b, p. 31) states that “the selection of methods
must be based on sound philosophical rationale and appropriateness for the purpose of the
study”. However, little guidance is available on the process of identifying the appropriateness
of these methods, which means that ultimately the onus is on each individual researcher to
decide on their choice of method (Rodgers, 2000b). It is apparent that many published
concept development endeavours have not considered the fundamental methodological
principles of the methods of concept development and instead state that the rationale in
choosing a given method is based principally on ease of use or popularity, which ultimately
throws into doubt the rigour of the concept development and the ‘usefulness’ of results

(Rodgers, 2000b).

Over the past four decades as the focus on the area of concept development in nursing and
midwifery has grown, so too has the number of concept development methods (Meleis,
2007; Walker & Avant, 2018). Four of the most commonly used concept development
methods, as evident in contemporary publications, are presented here in relation to their
fundamental methodological principles. Explication of the methods by Walker and Avant
(2018), Rodgers (2000a), Penrod and Hupcey (2005) and Norris (1982) serve as a guide to aid
researchers’ decision making in choosing the most appropriate method to develop a given

concept. Although it is evident that there has been little evolvement of each of these
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methods from the time of their conception, some have used adaptations through a hybrid
approach of such methods, for example Lewis (2018) used a combination of the methods by
Penrod and Hupcey (2005) and Walker and Avant (2011) to analyse the concept of ‘Fluency
in Nursing Education and Simulation’. Moreover, it is important to highlight that there are
other additional methods of concept development also used (albeit less commonly) within
the nursing and midwifery domain, but not presented within this overview, namely, Chinn
and Kramer (1995), Morse, Mitcham, Hupcey, and Tason (1996), Parse (1997) and Schwartz-
Barcott and Kim (2000).

Table 2.2 provides additional information on each of the four methods by Walker and Avant
(2018), Rodgers (2000a), Penrod and Hupcey (2005) and Norris (1982) including their
individual philosophical perspectives and examples of use in contemporary literature. The
philosophical underpinnings, data collection processes and the utilisation of collected data
of each individual method should be compared against the complexity of the concept being

developed, to facilitate the choice of the most appropriate method of development.

2.5.1.3. Philosophical rationale;

The philosophical underpinnings of concept development have a fundamental influence on
the design of concept development methodologies, the interpretation of subsequent
findings and the application of any results (Rodgers, 2000b). Furthermore, a “strong and
defensible philosophical rationale for decisions made by researchers is ultimately the
primary ingredient in efforts to promote conceptual progress in nursing” (Rodgers (2000b,

p. 34).

A wealth of literature is available on the philosophical underpinnings of concept
development which is brimming with the diverse viewpoints of philosophers and
metatheorists (Frege, 1970; Kant, 1965; Locke, 1975; Penrod & Hupcey, 2005; Rodgers,
2000b; Ryle, 1971; Walker & Avant, 2018; Wittgenstein, 1968). Moreover, there is an ever-
growing body of secondary literature from those who then attempt to interpret these
viewpoints (Beckwith et al., 2008; Duncan et al., 2007; Duncan, Cloutier, & Bailey, 2009;
Risjord, 2009, 2010).
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An in-depth discussion on the philosophical debates that flood the concept development
literature is beyond the scope of this article, however where relevant the philosophical
underpinnings of the four concept development methods will be referred to. These
references merely serve to highlight the influence that philosophy has upon concept
development methodology and to reiterate to researchers that these philosophical
underpinnings are owed early consideration in their concept development journey in respect
of the concept being developed. Table 2.3 provides descriptions of several philosophical

terms used throughout the concept development literature.

2.5.1.4  Origin of many concept development methods in nursing and midwifery;

When discussing methodological considerations of concept development in the nursing and
midwifery domain it is imperative to acknowledge the work of Wilson (1963). As identified
by Beckwith et al. (2008) all four concept development methods discussed here have been
strongly influenced by the work of Wilson, as have the methods by Morse, Mitcham, et al.
(1996), Schwartz- Barcott and Kim (2000) and Chinn and Kramer (1995). Wilson, an
educationalist, originally formulated his method of concept analysis to facilitate his students
successfully complete their school entrance exam. He constructed an 11-step tool, grounded
in relativism (see Table 2.3), that acknowledged the importance of applying context to
concepts, which would then allow his students to identify the essential features of a concept

through a focus on actual and possible use of words.

Table 2.3. Descriptions of philosophical terms;

Philosophical | Description

term;

Positivism The view that genuine scientific knowledge can only be achieved through the
unbiased, rigorous ordering of confirmable observation (McKenna, Pajnkihar,
& Murphy, 2014). As such, “the ontological position of positivism is one of
realism” (Scotland, 2012, p. 10, p.10)

Realism The view that the world exists as an ontologically independent reality (Polgar
& Thomas, 2013; Risjord, 2010).

Logical Developed by members of the Vienna Circle the logical positivism paradigm,

positivism in comparison to positivism, places an even greater emphasis on the
importance of confirmable observation and scientific verification with logical
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positivists believing that for a statement to be meaningful it must be

verifiable (McKenna et al., 2014; Risjord, 2010).

Interpretivism | Interpretivism, formed as an opposing view to the philosophy of positivism in

the late 19" and early 20™ centuries, is the view that reality is based on
meanings and understanding (Schwandt, 2000) and consequently, “the
ontological position of interpretivism is relativism” (Scotland, 2012, p. 11,

p.11).

Relativism The belief that reality is subjective and varies based on the beliefs of each

individual or culture (Guba & Lincoln, 1994).

Reductionism | “The process of reducing complex phenomena to simpler, more fundamental

elements” (Polgar & Thomas, 2013, p. 13, p. 13).

Causality “The theory that one action or outcome can be identified as a consequence

of another “(Beckwith et al., 2008, p. 1835).

Casuistry The theory that one action or outcome sets precedence for other similar

cases. It has been stated that if the lowest standards of nursing and
midwifery are practiced then “the use of precedents based on case studies
from this arena to make judgements in other analogous cases could drive

down standards overall” (Beckwith et al., 2008, p. 1835).

Wilson’s 11 steps, which are not mutually exclusive, are identified below;

Isolating questions of concept; Wilson describes three sets of questions which
are related to the facts, values and meanings of a concept (Meleis, 2007).
Finding right answers; In reply to the isolated questions, as above.

Model cases; simply, this is the process of presenting an example of the concept
which identifies its typical and atypical features.

Contrary cases; Cases which serve as an example of the exact opposite of the
concept and its related properties. In identifying what is not the concept, an
indication is made to the features that are essential to the concept.

Related cases; Cases which bear some similarities to the proposed concept-
these cases can offer an insight into the concept’s network of associations.
Borderline cases; These cases contain most, but not all of the defining attributes
of the concept. These cases offer the author the opportunity to clarify what

constitutes as the concept, and what does not.
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7. Invented cases; This step may not be essential if a sufficient number of models
have been identified through steps 3- 6 to elucidate the concept. Invented cases
are those that are developed based on ideas that are outside the author’s own
experiences and are a magnification of the major features of the concept.

8. Social context; This is the identification of who may use the concept, why it may
be used and how (Meleis, 2007).

9. Underlying anxiety; This is the determination of any ‘feelings’ that may be
associated with a concept, for example uncovering any related stigma, debates
or controversy.

10. Practical results; A description of the practical use of a concept and its
application to practice.

11. Results in language; Simply put, this is describing the results of the previous 10

steps and the attachment of a descriptive ‘label’ to the concept.

Although Wilson’s work is the basis for many of the commonly used concept development
methods today, it is criticised heavily throughout contemporary literature as being focused
on the enablement of critical thinking, rather than providing a solid base for the scientific
examination of concepts (Beckwith et al., 2008; Hupcey & Penrod, 2005; Risjord, 2009).
Furthermore, Beckwith et al. (2008, p. 1839) claim that Wilson’s method, which was not
created with the intent that it be modified for use in a realm such as nursing and midwifery,
fails to provide sufficient depth that is required for the development of complex concepts
within this domain, and that adaptations of his framework have been carried out in an
“unjustified and ad hoc way”. As each of the four concept development methods discussed
here have originated from the work of Wilson (1963) it is unsurprising that all four methods

share several key steps with regards to the collection, and subsequent utilisation, of data.

2.5.2 Data collection

Each of the four methods begin by describing the processes for data collection. Norris (1982)
pioneering concept clarification method, grounded in positivism (see table 2.3), suggests that
data be collected by a combination of observing a concept through fieldwork and a
systematic literature review. The suggested use of fieldwork as a means of observing a
concept may be attributed to this method’s development in 1982 at a time when the volume
of literature available was significantly less than what it is in the present day. In response to

the volume of literature now available to researchers, the data collection aspect of Norris’
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method is often completed through a systematic review alone. This is evident particularly in
more recent work on developing abstract concepts for nursing and midwifery (Aroke, 2014;
Kalmakis & Chandler, 2014; Levine & Lowe, 2014). This is despite Norris placing particular
focus on the fieldwork aspect of data collection, and in doing so failing to provide any specific
guidelines in respect of completing the literature review. This contrasts with the concept
analysis method by Penrod and Hupcey (2005) which was created over 20 years later and
provides researchers with significant guidance on the selection and sampling of data that is
to be used in the development of concepts. For example, Penrod and Hupcey (2005) highlight
that the selection of disciplinary literatures is one of the most important preliminary
decisions in a concept development endeavour. Researchers are advised that the “selection
of disciplinary literatures should be based on the potential for contribution to the
understanding of the concept, not a rote listing of inter- related disciplines” (Penrod &
Hupcey, 2005, p. 407). For clarity, Penrod and Hupcey (2005) provide the example of the
development of the concept of trust. To effectively develop the concept of trust, the authors
(Hupcey, Penrod, Morse, & Mitcham, 2001) included literature from the disciplines of
sociology, medicine, psychology and business with each of these disciplines contributing to
a unique perspective and a deep understanding of the concept. The guidelines on the
selection of disciplinary literatures set out by Penrod and Hupcey (2005) are similar to those
provided within Rodgers (2000a) evolutionary concept analysis method, labelled so due to
the basis of this method centring on the belief that concepts evolve in a cycle of significance,
use and application. Rodgers (2000a), who shared a relativist viewpoint with Wilson (see
table 2.3), also highlighted the importance of choosing literature across diverse disciplines.
However, guidelines on the sources of literature from within these chosen disciplines are an

aspect of data collection in which the methods differ.

The methods of concept analysis proposed by both Rodgers (2000a) and Walker and Avant
(2018) endorse a broad review of the available literature including dictionaries, thesauri and
popular press, in addition to scientific data. Conversely, Penrod and Hupcey (2005) state that
only scientific literature should be included in the analysis as a means of producing an
evidence based theoretical definition of a concept that has not been “intuitively or creatively
derived” (Penrod & Hupcey, 2005, p.408.). Further differences between the methods
proposed by Penrod and Hupcey (2005) and Rodgers (2000a) are evident in their data
sampling guidelines. Penrod and Hupcey (2005) describe the importance of using a
conceptually driven sampling approach which focuses on the adequacy and appropriateness

of the sample to the concept of interest, whereas Rodgers (2000a) suggests a conflicting
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approach. Rodgers’ data sampling guidelines, which were originally published in the 1980’s
and as per Norris (1982) may be reflective of the volume of literature available to researchers
at that time, specify that the data be sorted by discipline and by year before a computer
generated, stratified systematic sampling technique is applied and a final cohort of material
for analysis is produced. Penrod and Hupcey (2005) have criticised this technique of
delimiting the sample, as random selection may lead to the omission of the most relevant
pieces of literature. Furthermore, Beckwith et al. (2008) suggest that Rodgers’ aim of
acknowledging the evolving state of concepts is precluded by this selection procedure as the
randomised stratification does not allow for assurance for the inclusion of all literature that

may allow the identification of the evolving state of the concept over time.

2.5.3 Utilisation of collected data

There are similarities across all four methods in regard to the utilisation of the collected data,
which is unsurprising given each of the methods are based upon the work of Wilson.
Similarities include Walker and Avant (2018) stipulation that the defining attributes of a
concept must be identified, as do (Rodgers, 2000a) and Penrod and Hupcey (2005) under
their ‘analyse data’ and ‘Integration of the assessments into a singular theoretical
description’ steps respectively. However, the methods by both Walker and Avant (2018) and
Rodgers (2000a) have been subject to criticism for their failure to provide an adequate
description of the criteria for identifying these attributes (Paley, 1996). Ultimately, this has
resulted in many authors refraining from justifying their choice of defining attributes of a
concept, which has been referred to as a principle weakness of published concept analyses

(Hupcey & Penrod, 2005; Paley, 1996).

Furthermore, (Walker & Avant, 2018) instruct the researcher to identify the antecedents
(predecessors) and consequences (result, or effect) of a concept, which is also included in
the method by Rodgers (2000a), again within the ‘analyse data’ step. Similarly, Norris (1982)
instructs the researcher to categorise the observations and descriptions of the concept by
establishing patterns, categories and hierarchy through the identification of the causes and
effects of a concept. Although Meleis (2007) has suggested that concept clarification does
not require the development of antecedents or consequences, which are important in
understanding the social context in which the concept is used (Walker & Avant, 2005),
identifying possible causes and effects of a concept are essentially similar to identifying
antecedents and consequences. Moreover, the final step of the method by Penrod and

Hupcey (2005) is the integration of the data assessments into a singular theoretical
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description of the concept. Although the use of antecedents and consequences is not
specifically mentioned by Penrod and Hupcey (2005) in the development of this description,
it is evident in the literature that they are identified and reported in the description of
conceptual components, which in turn inform the description (O'Malley, Higgins, & Smith,

2015; Smith, Devane, & Murphy- Lawless, 2012).

The use of model or associated cases as integral steps in the interpretation of a concept is an
additional commonality evident across the works of Norris (1982) and Walker and Avant
(2018) and would appear to directly mirror the work of Wilson (1963). It has however been
argued that the use of model cases that transcend context by identifiably realist methods
(see table 2.3), such as those presented by Norris (1982) and Walker and Avant (2018), are
in contrast to the relativist perspective of Wilson, who had originally used model cases to

describe contextual bound examples (Duncan et al., 2007).

There has been particular criticism focused on the heavy reliance by Walker and Avant (2018)
on the use of model and associated cases. Risjord (2009) suggests that the use of such a
volume of cases by Walker and Avant may serve to illustrate, rather than provide evidence
of, a concept. Furthermore, Rodgers (1989) states that the reductionism (see Table 2.3) of a
concept through the use of borderline, contrary, illegitimate and invented cases lends itself
to isolation of the apparent essence of a concept, rather than providing a focus on the vast
number of interrelationships it may hold. It is important at this point to acknowledge that
within Rodgers (2000a) method, the identification of an exemplar of a concept is indicated
with comparisons evident in the literature between the use of this exemplar, and the use of
model cases. These comparisons have prompted Rodgers (20003, p. 96) to explicitly state
that “this exemplar does not constitute a model case or prototype of the concept. Instead,
it serves to provide a practical example of how the concept might appear in ‘real life’ for
purposes of clarity”. Nonetheless, comparisons and criticisms remain based on the
boundaries the identification of an exemplar would impose on a concept (Beckwith et al.,

2008; Duncan et al., 2007).

Beckwith et al. (2008, p. 1834) also criticise the reliance on cases, or reconstructions, in the
approaches proposed by Wilson (1963), Norris (1982) and (Walker & Avant, 2018). They state
that the use of cases raises concerns based on the hypothesis that “truths are revealed as a
result of a causal explanation of the effects of a social action within the ‘pure case’ and the
distance and difference between it and other cases”. This hypothesis is based on the

philosophical theories of casuistry and causality (table 2.3).

29



Chapter 2: Concept development in Nursing and Midwifery: An overview of methodological
approaches.

2.6. Conclusion

Over the past four decades, concept development has been a vital component in advancing
the unique knowledge base of nursing and midwifery theory and practice. However, it is
apparent that since the publication of Norris’ first concept development method specific to
the nursing and midwifery domain in 1982 there has been a proliferation of literature that
debates almost every aspect of developing concepts, much of which can be attributed to the
diverse philosophical viewpoints of leading meta-theorists. Ultimately, the complexity of this
literature exacerbates the challenges of effective concept development, in particular for the
novice researcher. Further exacerbating this challenge is the dearth of knowledge
evolvement in concept development within nursing and midwifery. It is evident from the
literature that there has been relatively little evolvement of the seminal methods of concept
development since their inception. This highlights a need for review and possible
advancement of the existing methods to ensure compatibility with the complexity of current

concepts within this domain.

In addition, we acknowledge the assertation by Fawcett (2012, p. 285) that the first step in
undertaking a concept analysis is to choose a conceptual model that provides “the frame of
reference or context” for the analysis and data collected should be focused within the
context of the chosen model. This suggestion has the potential to inform further
development of current conceptual models in nursing. For instance, Neuman’s systems
theory (Neuman & Fawcett, 2011) would provide a frame of reference for a concept analysis

of alarm fatigue, a contemporary concept of importance in critical care nursing.

In conclusion, we have provided guidance here on the methodological considerations of
concept development by identifying the importance of choosing the most appropriate
strategy and method based on the concept that is being developed and the conceptual
problem that needs to be resolved. The paper therefore builds on the critique by Risjord
(2009) of concept development where he highlights the gaps between data and results
evident in many concept analyses. We provide further clarification on the approaches to data
collection in concept development and how the explosion of nursing and midwifery
knowledge has influenced trends in data collection. Clarification has also been provided on
the intended use of various concept development strategies that have, in the past, been used
interchangeably under the umbrella term of concept development.

Finally, four of the most commonly used methods of concept development methods by

Walker and Avant (2018), Rodgers (2000a), Penrod and Hupcey (2005) and Norris (1982)
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have been discussed in regard to their basic fundamental methodological principle, with
additional information provided in the supporting tables. It is hoped that this attempt to
explicate the fundamental methodological principles of each method will assist the decision
making of novice researchers and provide a basis on which to build their knowledge of

concept development.
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2.8 Summary of key points

Paper 1 was written in response to the challenges faced when embarking on the
development of the concept of ‘women’s experiences of their maternity care’. Challenges
centred around the complexity of the concept development methodology literature
attributed to the diverse philosophical viewpoints of leading meta-theorists and exacerbated
by the dearth of knowledge evolvement in concept development within the nursing and

midwifery domain.

This paper informs the choice of concept development strategy and method for use in the
development of the concept of ‘women’s experiences of their maternity care’ and informs
the novice researcher or those new to concept development of the essential methodological

considerations of concept development.

Guidance has been provided in this paper on the methodological considerations of concept
development by identifying the importance of choosing the most appropriate strategy and
method based on the concept that is being developed and the conceptual maturity of the

concept that needs to be analysed.

Following this guidance, a lengthy analysis of the strategies of concept exploration,
delineation, clarification was carried out whilst simultaneously assessing the level of
advancement of the concept of ‘women’s experiences of their maternity care’ in the
literature to gain an insight into the current understanding of the concept. From this
assessment, it became apparent that the strategies of concept clarification and concept
analysis would be most appropriate to the development of this concept. Based on this
decision the concept development methods by Norris (1982), Walker & Avant (2018),
Rodgers (2000) and Penrod & Hupcey (2005) were analysed in depth to assess their
appropriateness for the development of the concept of ‘women’s experiences of their

maternity care’.

The concept being developed is specific to a particular population- the population of women
who encounter maternity care during the perinatal period. The impact of context on this
concept is especially important as the overarching concept of ‘experiences’ differs across

specific populations.

Considering the relevance of context to this concept, each method was considered in regards

to their stance on the philosophical schools of thought of ‘entity’ and ‘dispositional’. It
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became clear that the methods by Norris (1982) and Walker & Avant (2018), who subscribe
to the ‘entity’ viewpoint which regards concepts as mental or physical ‘things’ that can be
defined irrespective of its context of use, could not provide sufficient focus on the
developmental needs of the given concept. This is because the concept of ‘women’s
experiences of their maternity care’ is an abstract concept that is linked inherently to its
context of use which lends itself to the dispositional viewpoint, as shared by Rodgers (2000)

and Penrod & Hupcey (2005).

Furthermore, in contrast to the more rigid description of concepts achieved using the
methods by Norris and Walker & Avant, Rodgers and Penrod & Hupcey provide methods that
aim to develop a concept based on its current state in the literature, which acknowledges
the continuous evolution of concepts that is especially fitting in the midwifery domain,

considering the continuous organic growth of this area.

These comparisons initially indicated that the concept analysis methods by either Rodgers or
Penrod & Hupcey would be most appropriate for use. On further inspection the method by
Rodgers did not in fact ‘fit" with the concept as well as originally thought. This is based on
the use by Rodgers of an ‘exemplar’ which may ultimately serve to isolate the essence, and

therefore the context, of a concept.

Consequently, the principle based concept analysis method by Penrod & Hupcey (2005) was

most focused on the needs of the concept of ‘women’s experiences of their maternity care’.
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Chapter 3: Women's experiences of their maternity care: A principle- based concept
analysis.

3.1 Introduction

This chapter presents paper 2. Paper 2 describes the analysis of the concept of ‘women’s
experiences of their maternity care’ under the epistemological, pragmatic, linguistic and
logical principles as per the principle-based method of concept analysis by Penrod and

Hupcey (2005). The outcome of this analysis is a theoretical definition of the concept.
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3.2 Paper 2

Women’s experiences of their maternity care: a principle- based concept analysis

Claire BEECHER?, Declan DEVANE?, Mark WHITE?, Richard GREENE3, Maura DOWLING?

1. School of Nursing and Midwifery, National University of Ireland, Galway, Ireland.

2. Programme for Health Service Improvement, Health Service Executive, Dublin,
Ireland.

3. National Perinatal Epidemiology Centre, Dept. of Obstetrics and Gynaecology, Cork

University Maternity Hospital, Cork, Ireland.

BEECHER, C., DEVANE, D., WHITE, M., GREENE, R. & DOWLING, M. 2019. Women's
experiences of their maternity care: A principle- based concept analysis. Women Birth. doi:

10.1016/j.wombi.2019.11.001.
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3.3 Abstract

Background Despite many countries employing the use of national and large scale regional
surveys to explore women’s experiences of their maternity care, with the results informing
national maternity policy and practice, the concept itself is ambiguous and ill-defined having

not been subject of a structured concept development endeavour.

Aim The aim of this review is to report on an in-depth analysis conducted on the concept of

‘women’s experiences of their maternity care’.

Methods Using the principle-based method of concept analysis by Penrod and Hupcey
(2005), the concept of ‘women’s experiences of their maternity care’ was analysed under the
epistemological, pragmatic, linguistic and logical principles. The final dataset included 87
items of literature published between 1990 and 2017 retrieved from a systematic search of

the MEDLINE, CINAHL, EMBASE and PSYCinfo databases.

Findings The epistemological principle identified that a theoretical definition of the concept
is elusive with a variety of implicit meanings. The pragmatic principle supports the utility of
the concept in scientific literature, however the lack of a theoretical definition has led to
inconsistent use of the concept, as highlighted by the linguistic principle. Furthermore, the
logical principle highlighted that as the concept lacks definition blurring is identifiable when

theoretically positioned with related concepts.

Conclusion The outcome of this concept analysis is a theoretical definition of a previously
undefined concept. This definition highlights the subjective nature of the concept, its
dependency upon a woman’s individual needs, expectations and circumstances and the

influence of the organisation and delivery of maternity care.

Keywords experiences of care, maternity care, midwifery, nursing, concept analysis
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3.4 Introduction

A paradox of modern healthcare is that as healthcare knowledge advances, bringing with it
considerable benefits, the delivery of healthcare has become increasingly complex and
fragmented. Since the 1960s, the growing focus on the measurement, recording,
interpretation and analysis of people’s experiences of healthcare has been described as an
attempt to “address the imbalance of knowledge, skills, and research effort with the aim of
making care more patient- centred”? P®, People’s experiences of care are now regarded
widely as a fundamental component of healthcare quality assurance and improvement?. This
is evident within maternity services where the concept of women’s experiences of their

maternity care dominates discussions on the measurement of maternity care quality.

The value of evaluating the quality of maternity care from the perspective of service users
has been recognised by many countries including the United Kingdom®*, United States of
America® and Australia®, who have employed the use of large scale regional surveys to
explore women’s experiences of their maternity care with findings informing maternity
policy and practice. However, despite the recognition of the significance of women’s

experiences of their maternity care’'°, the concept itself is ambiguous.

The ambiguity surrounding the meaning and use of the concept became apparent when
preforming preliminary searches of the concept prior to embarking on a research project to
develop a self- report survey instrument for use within the republic of Ireland specifically to
evaluate women’s experiences of their maternity care, namely, the National Maternity
Experience Survey; the results of which will be used to influence national maternity policy

and practice.

Following careful consideration and comparison of numerous methods of interrogating the
literature, and given that “the primary utility of concept analysis is to determine the existing
state of the science so that further work may be strategically and appropriately planned”®?,
a concept analysis was undertaken to optimise effective application of the concept to theory,

practice and research %14,

The aim of this paper is to present the findings of a concept analysis of ‘women’s experiences

of their maternity care’.
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3.5 Methods

It is argued that in relation to concept analysis “the selection of methods must be based on
sound philosophical rationale and appropriateness for the purpose of the study”!> P31,
Consequently, the principle-based concept analysis method by Penrod and Hupcey!! has
guided the analysis of this concept. This method provides a robust means to determine the
state of the science surrounding the concept at a given point in time. Principle based concept
analysis focuses exclusively on the use of empirical literature, rather than interpretations
from media, art forms or other representations!!. Retrieved literature is analysed in
accordance with four principles that represent the philosophical perspectives of
epistemology, pragmatics, linguistics and logic. The degree to which the criteria of each is
met by the concept of ‘women’s experiences of their maternity care’ indicates the level of
advancement, and maturity, of the concept. The outcome of the analysis is a theoretical
definition of the concept as evident in the empirical literature, described as the “best

estimate of probable truth”!% P40 By defining the best estimate of probable truth, gaps are

identified and used as a guide to inform future concept advancement research'®.
3.5.1 Data sources

The citation databases MEDLINE, CINAHL, EMBASE and PSYCinfo were searched
systematically within the time limit of 1990 to May 2017. Previous research has deemed the
inclusion of data from 1990 onwards sufficient to capture the evolving recognition of the
importance of women’s experiences to the woman and her family®’. Penrod and Hupcey™!
recommend the inclusion of scientific literature originating from disciples relevant to the
concept being analysed. Based on the multidisciplinary nature of maternity care, and as such
the potential of literature from these disciples for contributing to the analysis of the concept,
literature was sought from within the disciplines of midwifery, obstetrics, nursing, medicine,
psychology and sociology. However, the majority of literature retrieved originated from

within the midwifery domain.

Keywords and phrases used to guide the search were ‘women* experience*’, ‘(women*) N5
(opinion* OR perspective* OR perception* OR attitude* OR perceiv*)’,’antenatal care’,
‘prenatal care’, ‘intrapartum care’, ‘postnatal care’, ‘obstetric care’, ‘maternity care’,
‘childbirth’. N5 represents the number of words that could appear between
keywords/phrase. Truncation, wildcard and proximity functions were used in accordance
with the guidelines of each individual database. Boolean logic was used to combine search

strings.
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Papers were eligible for inclusion if they were primary research, in English, and focused upon
either women’s experiences of their maternity care or terms that are often used
interchangeably with ‘experiences’ including women’s opinions on, perspective on or
perception of their maternity care. Papers that focused on women’s experiences of their
maternity care in general, as opposed to a focus on care received from a specific profession,
e.g. midwives were also included. Furthermore, papers that focus on multiple experiences
of maternity care, as opposed to just one were included. For example, ‘women’s experiences
of care during labour and birth” would be included, but ‘women’s experience of care during
caesarean section’ would not be included. This criterion has been influenced by the work of
Kalmakis and Chandler!® and has been included to maintain the intent of analysing the

concept of women’s experiences of maternity care as a plural term.

Conversely, papers were excluded if they were deemed as being non- empirical data, if they
focused solely on women’s satisfaction with their maternity care, rather than their
experience of that care or if they focused on a woman’s maternity experience, rather than
their experiences of their maternity care during that period. Finally, papers that addressed
childbirth experiences that merit specific consideration, for example stillbirths, were
excluded as, while important, these experiences require approaches focused on the

particular needs and experiences of women in these groups.
3.6 Findings

Searches yielded 2184 citations after the removal of duplicates. Following title and abstract
screening by two authors (CB and MD), 2053 citations were excluded based on the

predetermined exclusion and inclusion criteria.

A full text review (CB) of the remaining 131 papers resulted in a further 44 exclusions. These

results are documented within the PRISMA flow diagram (figure 3.1)%.

The final dataset comprised of 87 papers addressing the concept of ‘women’s experiences of
maternity care’ (a list of the 87 included literature items is presented in appendix 1). Key
aspects of each paper (complete citation, important quotes, etc) were exported to a
spreadsheet developed specifically to facilitate the analysis of this concept. The individual
analysis of each paper was also added to this file allowing for easy access to, and comparison

of, a relatively large dataset.
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Figure 3.1. PRISMA flow diagram;

Identification

Articles retrieved through
online searches (n=4,419)

i

Screening

Articles after duplicates
removed (n=2,184)

Exclusions based on title &
abstracts only (n=2,053)

i

Eligibility

Titles & abstracts assessed for
eligibility (n=2,184)

i

Full text
exclusions (n=44)

Full text assessed for eligibility
(n=131)
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l

Each paper within the final dataset was analysed (by CB and confirmed by MD) using the
epistemological, pragmatic, linguistic and logical principles outlined by Penrod and Hupcey*®.
Please see Table 3.1 for definitions of each of the four guiding principles and a description of
their application to the concept. The findings of these four principles are presented in the
following section. The conceptual components attributed to the concept, as revealed

through this analysis, are then discussed and finally all findings are summated in a theoretical

definition.

Final sample of literature to be
assessed as per 4 principles set
out by Penrod & Hupcey (n=87)
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Table 3.1. Definitions of each of the four guiding principles and a description of their

application to the concept;

Principle Definition of principle provided by Description of the application of
Penrod and Hupcey principle to the concept ‘women’s
experiences of their maternity care’
Epistemological | “Epistemology refers to the nature of | The epistemological maturity of
principle knowledge. The related analytic | ‘women’s experiences of their
criterion is rooted the rationalists’ | maternity care’ guided an
reliance on reason as a source of | examination of how clearly the
knowledge. When applied to concept | concept has been defined in the
analysis, the epistemological principle | scientific literature and how well it
focuses on the discipline’s distinction | has been differentiated from other
of a concept within the knowledge | concepts.
base”15 p- 405
Pragmatic “Focusing on pragmatics, that is, on | The pragmatic principle was used to
principle the concept’s applicability in | describe ‘women’s experiences of
explaining or describing phenomena | their maternity care’ as encountered
encountered within the discipline, the | in the scientific literature and its
data are analysed from the | usefulnessto midwifery.
perspective of usefulness. For a
concept to be pragmatically mature,
members of the discipline should be
able to recognise manifestations of
the concept; it should ring true with
experience” 15405
Linguistic “Linguistics refers to human speech | The linguistic principle was used to
principle and language and, when applied to | evaluate whether the consistency of
concept analysis, this principle | use and meaning of the concept of
evaluates the appropriate use of the | ‘women’s experiences of their
concept. In  this  assessment, | maternity care’ was maintained in the
consistency in use and meaning are | scientific literature.
considered. There is also a more
obliqgue consideration of context,
examining the fit of the concept within
context (Penrod 2001b). Concepts
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should be appropriate to their use in
context; however, in this sense,
context is a more complicated issue
than merely the setting. Concepts may
be context-bound (that is, limited to a
pre- scribed setting or theoretical use)
or stripped of context (stripped of
contextual ties, of broader scope,

more abstract).”15p- 406

Logical

principle

“Derived through the philosophical
perspectives of logic, that is, focused
on correct and incorrect reasoning,
this principle refers to the integration
of the concept with related concepts.

Focusing on conceptual boundaries,

The logical maturity of ‘women’s
experiences of their maternity care’
was evaluated based on the how well
the concept held its boundaries when
theoretically integrated with related

concepts.

the data are analysed to determine if
the concept becomes blurred when
positioned theoretically with other

concepts”1>p- 406

3.6.1 Epistemological principle;

The epistemological principle guided an exploration of how well defined the concept of
‘women’s experiences of their maternity care’ is within the empirical literature and how well
differentiated it is from other concepts. Despite the recognition of the significance of the
concept, no explicit definition of the concept was evident within the literature retrieved.
However, implicit meaning contributes to the identification of the key aspects defining this

evidently complex concept.

Penrod and Hupcey!! have highlighted that concepts within the realm of healthcare may
manifest differently at various stages of the health trajectory. This is especially true for the
concept analysed here as women’s experiences of their maternity care encapsulates the
antenatal, intranatal and postnatal periods during which numerous models of care and
services can be encountered with several professions and professionals at various
timepoints2®2>. As such, the concept is multifaceted and diversely manifested throughout

each individual woman’s pregnancy and the postpartum period?*2°,
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The concept of women’s experiences of their maternity care is referred to consistently, and
at times interchangeably, throughout the literature with ‘women’s perceptions of their

730-36

maternity care and ‘women’s views of their maternity care’?®%”:* highlighting the

ambiguous nature of the concept3¥,

Given this ambiguity, it is unsurprising that the majority of the literature retrieved focused
on the measurement of women’s individual experiences of the maternity care they
received?3741% Measuring experiences of care can be accomplished using mixed methods,
guantitative or qualitative approaches. The literature retrieved included 44 qualitative, 30

quantitative and 13 multi or mixed method studies.

Penrod and Hupcey® have stated that a concept is epistemologically mature when well
defined and well differentiated from other concepts. We believe the concept of ‘women’s
experiences of their maternity care’ is epistemologically immature with differentiation from

similar concepts often unclear.
3.6.2 Pragmatic principle;

The pragmatic principle focused on exploring the applicability of the concept of ‘women’s
experiences of their maternity care’ in explaining or describing the phenomenon from the
perspective of how it is used*. Considering the range, depth and frequency of the application
of the concept of ‘wWomen’s experiences of their maternity care’, the utility of the concept

appears high.

Throughout the literature, the ‘use’ of the concept is related to the subjective measurement
of women’s experiences, perception or views of various aspects of the maternity care that

has been delivered to them. The concept has, for example, been measured in terms of

31,47,48

organisational factors including access and referral to maternity services , organisation

of care (waiting times, hospital food)**°, human and physical resources (medicines, water,

)31,51,52 37,53-55 33,35 24,33

electricity, staff , continuity of care , privacy and cost of care

Interpersonal aspects of the concept that have been measured throughout the literature

)21,56-58

include cognitive support (information sharing, informed choice, consent , perception

of control”?7, emotional support***8>°, being treated with respect and dignity®®®* and staff

having the knowledge and ability to inspire confidence?*25424854,64

Furthermore, the concept has been used to describe the measurement of physical

interventions throughout maternity care for example induction and augmentation of
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23,44,65

labour , pain management (pharma logical/ non pharma logical)*’, labour interventions

(birthing position, episiotomy)?*44%5 and management of the third stage of labour®.

There is robust evidence of a high utility of the concept of ‘women’s experiences of their
maternity care’ throughout the empirical literature, suggesting that women’s experience is
influenced by organisational, interprofessional and birth intervention elements. Even in the
absence of a precise definition, these elements suggest development in the concept’s

pragmatic maturity.
3.6.3 Linguistic principle;

The appropriate and consistent use of the concept of ‘women’s experiences of their
maternity care’ is explored through the linguistic principle along with the fit of the concept

in context!?.

The concept of women’s experiences of their maternity care is dependent on the individual
woman who is a consumer of the care, and the actual care delivered. This is evident
throughout the empirical literature with a wide variation of factors attributed to the

interpretation of the concept across the continuum of maternity care.

Women'’s individual circumstances play a significant role in their experience of their
maternity care®. It is evident that although women may experience the same maternity care

within the same maternity service, their interpretation of this can vary widely 254, This has

33,67 40,52

been attributed to women’s diverse needs>*’, expectations™*, socio economic statuses

32,33,37,68,69 31,70,71
’

, whether they reside in an urban versus rural setting’, level of education

65

age®, marital status®, previous experiences such as abuse®, previous experiences of

28,40,70,72

maternity care and the risk status of their pregnancy’.

Linguistic analysis of consistency in meaning has identified that culture makes a significant
contribution to the complexity of this concept and the way in which it is
interpreted®*87%7374 Cultural norms lead to variation in the standard of care provided to
women with studies from India, Cambodia and Zambia each reporting the lack of availability
of medicines, equipment, water, electricity and skilled staff as normal experiences for
women as part of their maternity care experiences 3%7%7>, This is in contrast to the standard

of care provided routinely and expected in developed countries2%2223:3049,69

Inconsistency is also apparent in relation to the timing of data collection across studies.

Whilst it has been acknowledged that a woman’s reported experience of her maternity care

d35,42,43

is influenced by when she is aske , an optimal timing has not been recommended
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within the retrieved literature. Considering the complex trajectory of maternity care and the
various aspects of women’s experiences of their care that are evaluated, this absence may
be attributed to the inappropriateness of having a single optimum timing for data collection.

Consequently, dependant on the aspect of care being evaluated data collection timings

22,30 35,44,54,58,60,64

varied from antenatally*~>", prior to discharge postnatally , up to 3 months post-

20,43

partum?*%17¢ between 3 months and one year postpartum?®* and up to two and a half years

postpartum?2°674,

The implied meaning of the concept of ‘women’s experiences of their maternity care’ within
the retrieved literature is inconsistent. The concept is complex and may be interpreted
differently depending on numerous factors which ultimately limits generalisability, therefore

we are suggesting that it is linguistically underdeveloped.
3.6.4 Logical principle;

The logical principle explores the theoretical integration of the concept of ‘women’s
experiences of their maternity care’ with related concepts!. Given that the concept has been
found to be epistemologically immature, it is unsurprising that at times the boundaries

between it and other related concepts appear blurred.

The blurring between, and interchangeable use of the concept with, concepts such as

730-36

‘women’s perceptions of their maternity care and ‘women’s views of their maternity

care’?>%7:38 has been identified previously. It is also evident that the concept is bound tightly

17,20,40,42,48,76

with the concepts of ‘women’s satisfaction with their maternity care and ‘quality

of maternity care’#446:56.6577,

The quality of maternity care can be measured from a number of perspectives including
clinical outcomes such as morbidity and mortality, cost and efficiency of the service and
service user feedback **. The measurement of ‘women’s experiences of their maternity care’
and ‘women'’s satisfaction with their maternity care’ are two methods regularly utilised to

evaluate service user feedback.

Despite the concepts of both ‘women’s experiences of their maternity care’ and ‘women’s
satisfaction with their maternity care’ being considered widely as a marker for quality
care’®’9 there are significant differences in the underlying approaches to the measurement
of each. The measurement of ‘women’s satisfaction with their maternity care’ has been
criticised in the retrieved literature as being limited in its usefulness to understanding and

improving quality care”?’. This criticism focuses upon a tendency to extract high reported
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level of contentment and acquiescence bias that may mask critical issues®>?’%. As

satisfaction with care has generally been found to be reported as high, regardless of the
actual quality of care that was being provided, focus has shifted from the measurement of
‘women’s satisfaction with their maternity care’ to ‘women’s experiences of their maternity
care’ as a means to elicit more specific and relevant reports on the quality of maternity care

received?’.

Itis clear that the concept of ‘Women’s experiences of their maternity care’ is closely related
to, yet a separate entity from, the concepts of ‘women’s satisfaction with their maternity
care’ and ‘quality of care’. However, the apparent blurring between the concept being
analysed and ‘women’s perception of their maternity care’ and ‘women’s views of their
maternity care’ highlights that clear conceptual boundaries between each of these latter
concepts do not exist. Consequently, we propose that the concept of ‘women’s experiences

of their maternity care’ is judged logically immature.
3.6.5 Summary of principle-based analysis;

The evidence reviewed supports the utility of the concept of ‘women’s experiences of their
maternity care’ (pragmatic principle) yet the lack of a precise definition of the concept, and
as such the reliance on implied meaning (epistemological principle), had led to inconsistent
use of a concept (linguistic principle) that blurs when theoretically positioned with other

concepts (logical principle).
3.7 Conceptual components of ‘Women’s experiences of their maternity care’

Through the analysis of ‘women’s experiences of their maternity care’, conceptual
components attributed to the concept are identified. These are categorised as antecedents

(preconditions that influence the concept) and consequences (effects of the concept).
3.7.1 Antecedents;

The physical antecedent to women’s experiences of maternity care is pregnancy. Once
pregnant, a woman accesses and experiences maternity care. There are, however, barriers
to this care. These may be practical such as being unaware of why, where and how to access
services®®488  difficulty in physically attending the services due to personal

circumstances®®7>8!

or being unable to afford to pay for those services 3782 There may be
perceived barriers to care such as fear of experiencing disrespectful or abusive care?>®° and
culturally inappropriate care, for example the unavailability of female staff for women who

did not want to be treated by male staff due to their cultural beliefs>*,
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Affective antecedents to women’s experiences of their maternity care are a woman’s needs
and expectations of their maternity care. Each has a significant effect on a woman’s
individual interpretation of their experiences of care. Akin to Maslow’s hierarchy of needs®,
women’s maternity care needs, based on their personal and cultural circumstances, vary
widely from basic needs such as food, water, medicines and electricity®! to self-actualisation
needs such as feeling in control of their maternity care and the choices that are to be made

as part of that care”-*1%877,

Similarly, women’s expectations of their maternity care are affected by their personal and
cultural circumstances including their previous experience of maternity care®?8%8 the

d35,46

standard of maternity care provide and personal preparation?..

3.7.2 Consequences;

Consequences of women’s experiences of their maternity care are based upon each
woman’s interpretation of that care. The perception of either negative and positive
experiences of maternity care carry the potential to influence a woman’s future
development as a woman and mother’®. More specifically, positive experiences of maternity
can lead to a woman’s increased self-confidence®*®3, improved concordance with and
attendance at maternity care services’® and improved outcomes®. Conversely, negative
experiences of maternity care can lead to women feeling alone, hurt, afraid, angry and

28,34,42,85,86

anxious which promotes distrust of maternity services affecting future

Use21'30'48'50'61.

3.8 Theoretical definition

The concept of ‘women’s experiences of their maternity care’ is ambiguous. Through the
integration of theoretical insights from the literature, this concept analysis has revealed a
greater understanding of the complex and multi-dimensional nature of, and the interaction
between, the concept, its antecedents and subsequent consequences. This understanding

has facilitated the development of the following theoretical definition;

‘Women’s experiences of their maternity care’ is a complex concept referring to women’s
interpretation of their care encounters within the maternity services. It is subjective in
nature and evolves throughout the course of pregnancy, childbirth and the postpartum
period. It is dependent upon a woman'’s individual needs and expectations, shaped by their

personal circumstances and influenced by how their care is organised and delivered.’
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3.9 Discussion

The purpose of the analysis of ‘women’s experiences of their maternity care’ using the
principle-based method by Penrod and Hupcey!! was to reveal the current state of empirical
knowledge surrounding this concept in order to facilitate its advancement. Although it is
evident that much work has taken place on defining people’s experiences of healthcare in
general®”®, these definitions are not applicable directly to the area of maternity care as the

spectrum of care varies significantly.

Despite the utility of the concept being high, and the recognition of the importance of
women’s experiences of their maternity care evident from a recent policy guideline
published by the World Health Organization®®,a conceptually derived definition of the
concept was absent from the literature and implicit meaning abounds. This affects the
epistemological maturity of the concept directly and the differentiation between it and
related concepts such as ‘women’s perception of their maternity care’ and ‘women’s views
of their maternity care’, emphasising the need for the development of a universally accepted

definition.

Through analysis of the concept under the epistemological and pragmatic principles, its
multifaceted nature is highlighted with the concept encompassing organisational and
interpersonal aspects of care as well as physical interventions throughout the continuum of
maternity care. Through an examination of the linguistic principle and the identification of
the concept’s antecedents and consequences, it is evident that these aspects of care are
context dependant with interpretations of the concept reliant on a woman’s needs and
expectations of care, as influenced by individual circumstances. This clearly accentuates the
impact that individualised maternity care has upon each woman’s perceived experience of

that care.

The frequent measurement of ‘women’s experience of their maternity care’ has been
identified throughout this analysis as a means for assessing quality care. Furthermore, within
the logical principle the contrast between this measurement (report of actual care) and that
of the concept of ‘women’s satisfaction with their maternity care’ (contentment with care)

has been highlighted.
3.10 Conclusion

Despite the international focus on the concept of ‘women’s experiences of their maternity

care’, as evidenced from the inclusion in this analysis of literature from 25 different

53



Chapter 3: Women's experiences of their maternity care: A principle- based concept
analysis.

countries, it is apparent that this concept is philosophically immature. This immaturity stems
from the lack of a definitive agreed definition of the concept, ultimately hindering its
effective utility. Further advancement of the concept of ‘women’s experiences of their
maternity care’ has the potential to facilitate greater utility for research application. This
concept analysis, and theoretical definition, serve as a foundation for future research,

particularly in defining this evidently complex concept.
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3.12 Summary of key points

To facilitate the development process of a survey instrument to evaluate women’s
experiences of their maternity care, a clear understanding of the concept of ‘women’s
experiences of their maternity care’ was required. Paper 2 developed the concept of
‘women’s experiences of their maternity care’ using a dataset of 87 literature items
published between 1990 and 2017 that had been sought from the disciplines of midwifery,
obstetrics, nursing, medicine, psychology and sociology. The principle-based method of
concept analysis by Penrod and Hupcey (2005) was chosen, and the concept of was analysed
under the epistemological, pragmatic, linguistic and logical principles. The findings of this
concept analysis provide a foundation for future research on this concept, in addition to

informing future work presented within this thesis.

This epistemological maturity of the concept highlights the differentiation between
‘women’s experiences of their maternity care’ and related concepts such as ‘women’s
perception of their maternity care’ and ‘women’s views of their maternity care’. This
identification informed the search strategy in the following systematic review (Chapters 4
and 5) and the inclusion of such concepts in order to adequately retrieve all literature related

to the concept of ‘women’s experiences of care’.

Furthermore, analysis under the logical principle highlighted the contrast between the
measurement of experiences of care and that of the concept of satisfaction with care. This
contrast informed the systematic review (Chapters 4 and 5) where, based on the marked
differences between the two concepts, literature that focused on instruments measuring

women'’s level of satisfaction with their care was excluded from inclusion.
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Chapter 4: Measuring women's experiences of maternity care: protocol for a systematic

review of self-report survey instruments.
4.1 Introduction

This chapter presents paper 3. Paper 3 is the protocol for a systematic review of self-report
survey instruments used internationally to measure women’s experiences of their maternity
care. This protocol identifies a priori methods for completing the review and proposed
methods to guide the evaluation of the methodological and psychometric quality of relevant

instruments.
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4.2 Paper 3
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4.3 Abstract

Background The use of survey instruments to measure women’s experiences of their
maternity care is regarded internationally as an indicator of the quality of care received. To
ensure the credibility of the data arising from these instruments the methodological quality
of development must be high. This paper reports the protocol for a systematic review of self-

report instruments used to measure women’s experiences of their maternity care.

Methods Citation databases CINAHL, Ovid MEDLINE and EMBASE will be searched from 2002
to 2018 using keywords including; women, experience, maternity care, questionnaires,
surveys, self- report. Citations will be screened by two reviewers, in two rounds, for inclusion
as per predetermined inclusion and exclusion criteria. Data extraction forms will be
populated with data, extracted from each study, to evaluate the methodological quality of
each survey instrument and the criteria for good measurement properties using quality
criteria. Data will also be extracted to categorise the items included in each survey
instrument. A combination of a structured narrative synthesis and quantitate summaries in
tabular format will allow for recommendations to be made on the use, adaptation and

development of future survey instruments.

Discussion The value of survey instruments that evaluate women’s experiences of their
maternity care, as a marker of quality care, has been recognised internationally with many
countries employing the use of such instruments to inform policy and practice. The
development of these instruments must be methodologically sound and the instrument itself
fit for the purpose and context in which it is used. This protocol describes the methods that
will be used to complete a systematic review that will serve as a guide for choosing the most
appropriate existing instruments to use or adapt so that they are fit for purpose, in addition

to informing the development of new instruments.
Systematic review PROSPERO registration CRD42018105325

Keywords midwifery, maternity, measurement, experiences of care, quality care, systematic

review protocol, instruments, questionnaires, surveys.
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4.4 Background

The measurement of quality healthcare from the service user’s perspective is a crucial
element in the application of quality assurance and improvement processes (1, 2). Much of
the quantitative measurement of the quality of care from the service user’s perspective has
focused on two aspects i.e., satisfaction and experiences of care. The use of survey
instruments to measure satisfaction with healthcare dates back to the 1950s (3). However,
the adequacy of satisfaction as a measure of quality has been questioned because it is
indirectly related to the quality of care received (4, 5). Satisfaction is also, generally, rated
high by service users regardless of the quality of care that has been received, and has been
attributed to a reluctance to criticise caregivers, as well as service users valuing what is
known, or available, to them (6, 7). Given these limitations, the use of survey instruments
that focus on the measurement of experiences of care, as an indicator of quality, has become
more prominent. In contrast to satisfaction, experiences of care focus on accounts of the
care received. (8, 9). Survey instruments that measure experiences of care minimise the need
for respondents to make evaluations on their care and focus on the reporting of what did or

did not happen (9).

A reliance on the measurement of experiences of care to inform policy and practice is evident
within maternity services (10-12). There are, however, many challenges to measuring
women’s experiences of their maternity care. Maternity care is complex, encompassing
numerous services at various time points, with a wide variety of professions and
professionals along a temporal care continuum (13). Furthermore, models of maternity care
vary significantly between jurisdictions. The complex nature of maternity care coupled with
the variances in services internationally, has led to a proliferation of instruments that each
seek to gather data on the quality of various aspects of these services from the perspective

of women as service users (4).

Measurement of women’s experience of maternity care requires robust instruments.
Clinicians, managers, policy makers and researchers must have access to the processes of
development and measurement properties of these instruments when using or adapting
existing instruments or developing new instruments to ensure that the resulting data, often
used to direct policy and practice, is credible (14, 15). The aim of this review is to
systematically review and critically appraise self- report survey instruments measuring

women’s experiences of their maternity care. The results of this review will serve as the basis
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of future research on the use, adaptation and development of self- report survey instruments
internationally to measure women’s experiences of their maternity care. For example,
within the republic of Ireland specifically, these results will inform the development of the
National Maternity Experience Survey (see: https://yourexperience.ie/maternity/about-the-

survey/).

The objectives of the review are to;
1. Identify self- report survey instruments that are available internationally to measure
women’s experiences of their maternity care;
2. Categorise items included within each survey instrument;
3. Evaluate the methodological quality of each survey instrument;

4. Evaluate the criteria for good measurement properties using quality criteria.

4.5 Methods and design
4.5.1 Design and registration

The review protocol was submitted to the International Prospective Register of Systematic
Reviews (PROSPERO) on 14/08/2018 (No. CRD42018105325). The protocol has been
developed in accordance with the Preferred Reporting Items for Systematic Reviews and
Meta- Analysis Protocols (PRISMA- P) statement (16) (appendix 2) and the completed review

will be reported in accordance with the PRISMA guidelines (17).
4.5.2 Search strategy

An extensive literature review will be performed and refined using the following citation
databases; CINAHL, OVID Medline and Embase. Searching will be limited to literature
published from 2002 onwards. This is based on a literature search by Messent (18) who found

that up until this point no published maternity survey instruments had been validated.

An example of a complete search to be carried out is included in table 4.1. The search
strategy was developed iteratively based on the authors experience (including experienced
clinicians and systematic reviewers) and a review of strategies in related reviews. The
strategy was then tested in three databases and revised to achieve the best balance between
sensitivity and specificity of retrieved citations. The search strategy included in table 4.1 has

been formulated for use in the CINAHL database and will be adapted to respective databases.
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Table 4.1. Search strategy for CINAHL database;

Search # | Search string

1 (women*) N5 (experience* OR perspective* OR perception* OR perceiv* OR
view*)

2 (patient*) N5 (experience* OR perspective* OR perception* OR perceiv* OR
view*)

3 #1 OR #2

4 (MH "Prepregnancy Care") OR (MH "Prenatal Care") OR (MH "Postnatal Care") OR
(MH "Obstetric Care") OR (MH "Perinatal Care") OR (MH "Patient Care") OR (MH
"Intrapartum Care")

5 (MH "Childbirth")

6 (MH "Maternal Health Services") OR (MH "Obstetric Service") OR (MH "Maternal-
Child Care") OR (MH "Nurse-Midwifery Service") OR (MH "Midwifery Service")

7 "maternity care" OR childbirth OR “maternity services”

8 “antenatal care” OR “prenatal care” OR “intrapartum care” OR “postnatal care”
OR “obstetric care”

9 “antenatal services” OR “prenatal services” OR “intrapartum services” OR
“postnatal services” OR “obstetric services”

10 #4 OR #5 OR #6 OR #7 OR #8 OR #9

11 (MH "Process Assessment (Health Care)") OR (MH "Health Care Delivery")

12 “health care measurement” OR “maternity care measurement”

13 (MH "Structured Questionnaires") OR (MH "Open-Ended Questionnaires") OR (MH
"Questionnaires")

14 (MH "Surveys")

15 (MH "Patient-Reported Outcomes")

16 guestionnaire* OR survey* OR measure* OR tool* OR assessment OR validation
OR “patient reported” OR evaluat* OR “self-report”

17 #11 OR #12 OR #13 OR #14 OR #15 OR #16

18 #3 AND #10 AND #17

Footnote for Table 4.1: MH represents CINAHL headings. N5 represents the number of words that
could appear between keywords/phrase.

4.5.3 Data screening

Once all database searches have been completed, citations will be exported to the reference
manager software Endnote X7 and duplicates removed. Remaining citations will then be
exported to Covidence (19) and screened by two reviewers for inclusion using

predetermined inclusion and exclusion criteria, set out in the following section. The first
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round of screening will assess eligibility based on title and abstract. Round two of screening
will assess the eligibility of all remining studies based on a full text review. All abstracts and
full texts will be sourced as necessary. Disagreements will be resolved through consensus
with a third reviewer. Reasons for exclusion decisions at full-text (round 2) will be
documented. References of included papers will be analysed for additional literature on the
theoretical, empirical and psychometric development of instruments not identified in the

original searches.
4.5.4 Inclusion & exclusion criteria
Inclusion criteria;

1. Literature that describes the theoretical or empirical development, or tests the
psychometrics, of self- report instruments that measure women’s experiences of
their maternity care;

2. Literature that focuses on self- report instruments that measure women’s
experiences of their maternity care from the perspective of women, rather than
staff, families or others;

3. English language;

4. Primary research;

5. Literature that focuses on women’s perceptions or views on their care are to be
included as often these terms are used interchangeably with ‘experiences’;

6. Literature that focuses on the measurement of women’s experiences of their entire
maternity care process (from conception up to ten days postpartum), rather than

one temporal aspect of care specifically, e.g. antenatal care;

7. Literature that focuses on the measurement of experiences of maternity care as
received by women in general, rather than a focus on participants by specific

demographics e.g. teenage pregnancy.

Exclusion criteria;

1. Case reports and series, systematic reviews or meta- analysis;

2. Literature that focuses on indirect evidence of measurement properties of an
instrument; for example, if an instrument is being used within a randomised
controlled trial or alternative study, or if the instrument is being used as part of the
validation process of an alternative instrument. This exclusion criterion is based on

the recommendation of Terwee, deVet (20) who suggest that not only is the process
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of sourcing this literature difficult but it is also a challenge to interpret the evidence
provided in terms of validity and responsiveness as no hypothesis about these
aspects of the instruments are formulated and tested in such studies;

3. Literature that focuses on instruments that measure women'’s level of satisfaction
with their care, rather than their actual experience of that care, as per the
methodological limitations with satisfaction as discussed earlier in this paper;

4. Literature that focuses on care received from a specific profession, e.g. midwives, as
opposed to a measurement of women’s experiences of their maternity care in
general;

5. Literature that focuses on brief versions of full instruments that have been reported
elsewhere;

6. Childbirth experiences that merit specific consideration, for example stillbirths.
These experiences require more specific approaches based on the needs and

experiences of women in these groups.

4.5.5 Data extraction process

A prespecified data extraction form will be designed and populated with data extracted from
each study. This form will be piloted on three studies independently by two reviewers and
compared to ensure consistency in the interpretation of the data being extracted and
modified as required. Based on the expectation that some instruments will be the focus of
multiple studies; these studies will be grouped together to reduce data extraction
duplication (21). Where the same data has been reported in more than one place, the more

comprehensive version will be included.

A stepped approach will be employed to facilitate the extraction of data. Double data
extraction will commence with both reviewers independently analysing 10% of the overall
number of studies for inclusion in the review. The results of this initial analysis will be
compared, and errors resolved through discussion. If significant discrepancies (>10% of all
data items extracted per study) are apparent, then double data extraction will continue for
a further 10% of studies. The results will again be compared, and errors discussed. If there
are still significant discrepancies at this stage of the analysis, double data extraction will
continue for all studies for inclusion in the review. If significant discrepancies are not
apparent at this stage each reviewer will take 50% of the remaining studies and extract data

independently. Disagreements will be resolved through consensus with a third reviewer.
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4.5.6  Evaluation of methodological quality and quality of results

The COnsensus- based Standards for the selection of health Measurement Instruments
(COSMIN) steering committee have developed a guideline for systematic reviews of patient-
reported outcome measures (PROM) (22). This guideline, adapted as necessary to suit this
review, will be used to guide the evaluation of the measurement properties of each included

study.

Each measurement property will be evaluated via a three-step process; 1. Evaluate the
methodological quality of each included study, 2. Evaluate the criteria for good

measurement properties using quality criteria and 3. Summarise the evidence.

1. Evaluate the methodological quality of each included study;

This COSMIN Risk of Bias checklist (23, 24) is an adaptation of the original COSMIN checklist
(25). The Risk of Bias checklist has been developed specifically for use in systematic reviews

of PROM s to assess the risk of bias of studies on measurement properties.

The checklist contains one box on development and nine boxes for measurement properties
(content validity, structural validity, internal consistency, cross cultural validity/
measurement invariance, reliability, measurement error, criterion validity, hypothesis
testing for construct validity and responsiveness) (23). The COSMIN expert group reached
international consensus on the taxonomy, terminology and definitions of these

measurement properties; full explanations are available from Mokkink, Terwee (26).

Each box contains between 3 and 35 items and applicable items will be scored for each
included study based on a four-point rating scale (i.e. ‘inadequate’, ‘doubtful’, ‘adequate’ or
‘very good’). An overall score for the methodological quality of a given measurement
property is determined by the lowest rating that is assigned to the items within a given box

(23).

2. Evaluate the criteria for good measurement properties using quality criteria;

The measurement properties of each included instrument will be evaluated using the
COSMIN recommended criteria for good measurement properties, as outlined in Table 4.2

(15, 22, 27).
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Table 4.2; COSMIN recommended criteria for good measurement properties;

Measurement Rating Criteria
property
Structural validity + Classical Test Theory (CTT)
Confirmatory factor analysis: Comparative Fit Index or Tucker Lewis
Index or comparable measure > 0.95 OR Root Mean Square Error of
Approximation < 0.06 OR Standardised Root Mean Residuals < 0.08
Item Response Theory (IRT)/Rasch
No violation of unidimensionality: Comparative Fit Index or Tucker
Lewis Index or comparable measure > 0.95 OR Root Mean Square
Error of Approximation < 0.06 OR Standardised Root Mean Residuals
<0.08
AND
no violation of local independence: residual correlations among the
items after controlling for the dominant factor < 0.20 OR Q3’s < 0.37
AND
no violation of monotonicity: adequate looking graphs OR item
scalability > 0.30
AND
adequate model fit:
IRT: x2 > 0.001
Rasch: infit and outfit mean squares > 0.5 and < 1.5 OR Z-
standardised values > -2 and < 2
? CTT: not all information for ‘+’ reported
IRT/Rasch: model fit not reported
- Criteria for ‘+’ not met
Internal + At least low evidence for sufficient structural validity AND
consistency Cronbach’s alpha(s) 2 0.70 for each unidimensional scale or subscale
? Criteria for “At least low evidence for sufficient structural validity”
not met
- At least low evidence for sufficient structural validity AND
Cronbach’s alpha(s) < 0.70 for each unidimensional scale or subscale
Reliability + Interclass Correlation Coefficient (ICC) or weighted Kappa = 0.70
? ICC or weighted Kappa not reported
- ICC or weighted Kappa < 0.70
Measurement + Smallest Detectable Change (SDC) or Limits of Agreement (LoA) <
error Minimal Important Change (MIC)
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? MIC not defined

- SDC or LoA > MIC

Hypotheses + The result is in accordance with the hypothesis
testing for

construct validity

? No hypothesis defined (by the review team)

- The result is not in accordance with the hypothesis

Cross-cultural + No important differences found between group factors (e.g. age,
validity\measure language) in multiple group factor analysis OR no important
ment invariance differential item functioning (DIF) for group factors (McFadden’s R <
0.02)
? No multiple group factor analysis OR DIF analysis performed

- Important differences between group factors OR DIF was found

Criterion validity + Correlation with gold standard > 0.70 OR Area Under the Curve
(AUC) 20.70
? Not all information for ‘+’ reported

- Correlation with gold standard < 0.70 OR AUC < 0.70

Responsiveness + The result is in accordance with the hypothesis OR AUC = 0.70

? No hypothesis defined (by the review team)

- The result is not in accordance with the hypothesis OR AUC < 0.70

The reported findings for each measurement property will be compared with the
predetermined criteria described in Table 4.2, and the adequacy of results of each study will

be rated as sufficient (+), intermediate (?) or insufficient (-).

3. Summarising the evidence;

The results retrieved from 1 & 2 above will be evaluated for consistency across studies. If the
results are consistent they will be summarised, compared against the criteria for good
measurement properties and deemed as (+) sufficient, (-) insufficient, () inconsistent, or
intermediate (?).As per COSMIN guidance (22), we will explore any inconsistency in results.
If an explanation is found, an overall rating of the instrument will be provided for several
subgroups. The subgroups of interest include ethnicity, religion, sexual orientation, delivery
type, age of participants (e.g. under 18), type of country (developing vs. developed), setting
(public hospital, private clinicc midwife led, etc.), multiple vs. singleton pregnancy,

nulliparous vs. multiparous women.
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4.5.7 Additional evaluation

As per the stated study objectives, additional evaluations will be made on the items included
within each survey instrument. The purpose of categorising items that are included within
each instrument is to evaluate what aspects of care are being measured as it has been
acknowledged that a limitation of survey instruments, and possibly the reason why there has
been a proliferation of such instruments in recent times, is that feedback is provided only on
aspects of care that are included specifically [9]. The inclusion of this objective allows for the
identification of the most commonly used items within survey instruments that encompass
the entire maternity care process and will highlight gaps or inconsistencies across the
domains of all instruments. A data extraction form has been developed to standardise the
collection of information related to the items included within each survey instrument and to
aid analysis (Table 4.3). All relevant information that is available within the included studies

will be extracted as direct quotes to populate the data extraction form.

Table 4.3. Data extraction form;

General information Original author

Title

Journal

Year

Country of Origin

Language & available translations

Background of the jurisdictions healthcare

Study design

Study aim

Instrument details/ items included Outcome measure

Purpose/ use

Number of domains

Number of items

Structure of domains and items

List of complete bank of items included*

Scale design (Type of scale e.g. Likert, no. of points of scale

Target population- inclusion and exclusion criteria

Footnote for Table 4.3: *Bank of items included within each survey instrument to be
recorded within an additional file under the headings; antenatal, intranatal, postnatal,
misc.
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4.5.8 Planned methods of analysis

General information and instrument detail will be summarised in tabular format. The reasons
for excluding studies at full text will also be reported in tabular format. The analysis of each
retrieved item pool and the use of this in later phases of the project will be published

separately.

The methodological quality and results of each instrument will be compared using a
structured narrative synthesis. Additionally, an overview of the combined results of
measurement properties will be summarised in tabular format as described above under the
subheading ‘Summarising the evidence’. This combination of analysis will allow for
recommendations to be made on the use, adaptation and development of future survey

instruments measuring women’s experiences of their maternity care.

4.6 Discussion

The value of survey instruments that measure women’s experiences of their maternity care
has been recognised internationally with many countries employing the use of such
instruments to inform policy and practice. In influencing policy and practice, the data arising
from these instruments is used to direct limited resources within maternity services. As such,
the development of instruments must be methodologically sound and the instrument itself
fit for the purpose and context in which it is used to ensure the resulting data is credible. This
systematic review will serve as a guide for choosing the most appropriate existing
instruments to use or adapt so that they are fit for purpose, in addition to informing the
development of new instruments. This review is timely, not only as it fills a gap in the current
literature, but also because the use and development of such instruments is increasing

internationally.
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4.8 Summary of key points

Paper 3 reports the protocol to guide a systematic review of self-report instruments used to
measure women’s experiences of their maternity care. The protocol has been developed in
accordance with the Preferred Reporting Items for Systematic Reviews and Meta-Analysis
Protocols (PRISMA- P) statement and was submitted to the International Prospective

Register of Systematic Reviews (PROSPERO) on 14/08/2018 (No. CRD42018105325).
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Chapter 5: Measuring women's experiences of maternity care: a systematic review of

self-report survey instruments.

5.1 Introduction

This chapter presents paper 4, the systematic review of self-report survey instruments
measuring women'’s experiences of maternity care. The primary purpose of the review was
to evaluate the methodological and psychometric quality of included instruments to inform
the development of the NMES. The review will also inform future research on the use,
adaptation, and development of new self-report survey instruments that measure women’s

experiences of their maternity care.
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5.3 Abstract

Background Recognition of the measurement of women’s experiences of their maternity
care as a critical component of care quality evaluation has led to a proliferation of
instruments to measure this concept. However, the suboptimal methodological and
psychometric quality of these instruments, or the lack of reporting of same, hinders the
credibility and efficient use of the arising results, which often serve as an indicator for the

direction of limited resources within maternity services.

Aim To review systematically and critically appraise self-report survey instruments

measuring women’s experiences of their maternity care.

Methods A systematic review was conducted using comprehensive searches of the CINAHL,
OVID MEDLINE and EMBASE citation databases. Inclusion and exclusion criteria were applied,
and a stepped approach employed to facilitate evaluation of the methodological and

psychometric quality of included instruments.

Findings 4,905 records were obtained from database searches. Additional records were
obtained via reference checking and by expert suggestion. Following stepped screening, 40
papers related to 20 instruments are included in this review. Findings indicate that evidence
of the methodological and psychometric quality have not been reported for many included

instruments.

Conclusions Published evidence of the methodological and psychometric quality of self-
report survey instruments to evaluate women’s experiences of their maternity care is
lacking. The conduct and reporting of future development processes of such instruments can

be improved.

Systematic review PROSPERO registration CRD42018105325

Keywords Systematic review; midwifery; maternity care; Surveys and Questionnaires;

experiences of care; quality care.
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5.4 Introduction

In the broader healthcare context, evaluation of consumer experiences of healthcare is
important not only for accountability and quality care improvement* but also because of the

positive association between consumer experiences, safety and clinical effectiveness?.

The use of survey instruments to evaluate consumer experiences of healthcare, as an
indicator of quality of care, have come to prominence in recent decades, having been
preceded by the use of instruments that evaluate satisfaction with care®. This has been
accompanied with a concomitant decline in the use of instruments to evaluate satisfaction

with care, which, unlike experiences, focuses on how a person felt.*

The use of survey instruments to evaluate women’s experiences of their maternity care
specifically, as an indicator of quality of care, is commonplace internationally with the results
of routine national or large-scale instruments used to inform changes in policy and practice.
Despite various aspects of women’s experiences of their maternity care having been the
focus of several research endeavors within Ireland®®, a national survey evaluating these

experiences has not yet been implemented in Ireland.

In response to the National Standards for Safer Better Maternity Services!® published to
support the implementation of the National Maternity Strategy, a policy decision was taken
to develop and implement a self-report National Maternity Experience Survey'! for use

within the Republic of Ireland*?.

Given the public resources used in developing and implementing such large scale national
surveys, and the impact that the arising results have on the allocation of limited resources
within maternity services, it is important that the results of such surveys be credible®®. The
credibility of results is associated with the methodological and psychometric quality of the

instrument used*.

The purpose of this systematic review is to (a) inform the development of the Irish National
Maternity Experience Survey and (b) inform future research on the use, adaptation, and
development of new self-report survey instruments that measure women’s experiences of

their maternity care.
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The objectives of the review are to:

1. Identify self-report survey instruments available internationally that measure
women’s experiences of their maternity care.

Identify published developmental studies related to each survey instrument;
Evaluate the methodological quality of each survey instrument;

Evaluate the criteria for good measurement properties using quality criteria;

vk wen

Categorise items included within each survey instrument.
5.5 Methods
5.5.1 Design and registration

The conduct and design of this systematic review follow the COnsensus-based Standards for
the selection of health Measurement INstruments (COSMIN) guidance for completing
systematic reviews of patient-reported outcome measures'® adapted as necessary to suit
this review. A protocol was written a priori'® and registered in the international prospective

register of systematic reviews, accessible at https://www.crd.york.ac.uk/PROSPERO/

(registration number CRD42018105325).

5.5.2  Search strategy

The citation databases CINAHL, OVID Medline and Embase were searched systematically for
literature published from 2002 to the time of searching (July 2018). The search strategy
consisted of three groups of search terms and Boolean logic was used to combine search
strings; 1. women’s experience, perspective, perception or views 2. maternity care or
services, 3. measurement keywords such as ‘questionnaire’ or ‘surveys’. For the purpose of
this review, the authors define maternity care as the care received from conception up to six
weeks postpartum. Truncation, wildcard and proximity functions were used in accordance

with the guidelines of each individual database.

All resulting literature was exported to Endnote X7*” and duplicates removed. An additional
search was completed in October 2019 for any newly published data related to the

instruments arising from the 2018 search to ensure completeness of reporting.
5.5.3 Data screening

A 13- step screening form developed based on predetermined inclusion and exclusion

criteria (appendix 3) was applied to all literature that resulted from the database searches.
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Literature was eligible for inclusion if it was primary research, in English, that described the
theoretical or empirical development, or tested the psychometrics, of self-report survey
instruments measuring ‘women’s experiences of their maternity care’. Literature was also
included if it focused on concepts that are often used interchangeably with ‘women’s
experiences of their maternity care’ including women’s perceptions or views on their care.
Literature that focused on instruments that measure women’s experiences of their maternity
care from the perspective of women, rather than staff, families or others was included.
Literature that focused on the measurement of women’s experiences of their entire
maternity care process (from conception up to ten days postpartum), rather than one
temporal aspect of care specifically was also included. Furthermore, literature that focused
on the measurement of experiences of maternity care as received by women in general,
rather than a focus on participants by specific demographics e.g. teenage pregnancy was

included.

Conversely, literature was excluded if it was a case report or series, systematic review, meta-
analysis or if it was a brief version of a full instrument reported elsewhere. Literature that
focused on indirect evidence of measurement properties of an instrument was excluded; for
example, if an instrument was being used within a randomised controlled trial or alternative
study, or if the instrument is being used as part of the validation process of an alternative
instrument. Literature that focused on instruments that measure women’s level of
satisfaction with their care, in addition to literature that focused on care received from a
specific profession, e.g., midwives, as opposed to a measurement of women’s experiences
of their maternity care in general, were also excluded. Finally, literature that addressed
childbirth experiences that merit specific consideration, for example stillbirths, were
excluded. These experiences require more specific approaches based on the needs and

experiences of women in these groups.

Data were screened by title and abstract, followed by full-text screening using Covidence
software®®. All screening was completed by two reviewers independently (CB & DD) and
disagreements resolved through face to face discussion. Following the screening process, the
references of retained papers for inclusion were reviewed for additional literature on the
theoretical, empirical and psychometric development of instruments not identified in the
original searches. In addition, international experts in the area of maternity care survey

development were contacted and asked to suggest studies for inclusion.
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5.5.4 Data extraction process

A data extraction workbook, based on an excel spread sheet supplied by COSMIN to assist
with the organisation of data extraction!®, was modified and used as part of a stepped
approach to extract data from each included study®. The majority of instruments included
were included in multiple studies so related literature was grouped to minimise data

extraction duplication.
5.5.5 Evaluation of methodological quality, and quality of results

Each included instrument was evaluated in its entirety despite several instruments
identifying that they had embedded pre-existing scales that evaluate one temporal aspect of

care e.g. experiences of care received during labour and birth, within their instruments.
1. Evaluation of the methodological quality of each study on measurement properties;

The evaluation of the methodological quality of each study on measurement properties was
guided by the COSMIN Risk of Bias Checklist'*. The COSMIN Risk of Bias checklist is an
adaptation of the original COSMIN checklist?>?! developed specifically for use in systematic
reviews of Patient Reported Outcome Measures (PROMs) to assess the risk of bias of studies
on measurement properties. COSMIN authors were contacted prior to commencing this
review and it was determined that the updated checklist was most appropriate for use. The
checklist contains 10 separate checklists referred to as ‘boxes’. One box evaluates PROM
development and nine evaluate measurement properties, with each box containing between
3 and 35 items. Applicable items are scored for each included study based on a four-point
rating scale (i.e. ‘inadequate’, ‘doubtful’, ‘adequate’ or ‘very good’). An overall score for the
methodological quality of a given measurement property is determined by the ‘lowest score

counts’ i.e. the lowest rating that is assigned to the items within a given box**.

This checklist was developed specifically for use in systematic reviews of PROMs. It was
necessary therefore to adapt it in places to ensure applicability to this review. The modified
Risk of Bias checklist'®, as described below, is presented in appendix 4. Details on the
consensus reached by the COSMIN expert group on the taxonomy, terminology, and

definitions of the following measurement properties can be found elsewhere??,
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1. Instrument development

Box one relates to instrument development; part A relates to the quality of research
studies performed to identify items for inclusion in a new instrument and part B
relates to the quality of research studies performed to evaluate comprehensiveness
and comprehensibility of the instrument. COSMIN offer clear guidance on the
difference between interpreting whether a study relates to the development (box 1)

t2%. The guidelines state

or the assessment of content validity (box 2) of an instrumen
that a development study is considered to be any study completed in the
development of an instrument, prior to it being finalised, including cognitive
interviews and pilot testing. Studies completed after the final form of the instrument

(existing instrument) was established are considered content validity studies.

2. Content validity
Box two relates to the risk of bias in studies of content validity that assess the

relevance, comprehensiveness or comprehensibility of an existing instrument.

It is essential to complete the checklist in the order it has been presented.
Completion of the content validity box as the first of the measurement properties is
significant given the effect a lack of content validity has on all remaining
measurement properties®. For example, in an instrument that is not deemed to be
valid, items that lack relevance may impact negatively on internal consistency and
structural validity?®. Given the influence of content validity on the remaining
properties, COSMIN authors have recommended that if there is high-quality
evidence that the content validity of an instrument is insufficient then the remaining

measurement properties of that instrument should not be evaluated®.

Internal structure (3. structural validity, 4. internal consistency, 5. cross cultural
validity)

The internal structure of each survey instrument is evaluated based on structural
validity (box 3), internal consistency (box 4), cross cultural validity (box 5). The
evaluation of internal structure is only relevant for instruments that are based on a
reflective model, as opposed to a formative model, as items in a scale or subscale of
a reflective model are, collectively, assumed to be a manifestation of one underlying

construct and therefore highly correlated and interchangeable?®.
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COSMIN advises that if it is not reported whether or not an instrument is based on
either a reflective or formative model, reviewers must make a decision on which
model the instrument is likely to be based on'®. However, as identified by COSMIN it
is not always possible for a decision to be made on whether an instrument has been
developed based on a formative, reflective or mixed (reflective and formative items
within a scale) model and in such instances, it is advised that reviewers consider the
instrument as being based on a reflective model and as such complete the relevant

boxes based on the quality of analysis performed and reported?.

Box 5 relates to the assessment of the risk of bias in studies on an instrument that
has been translated or instruments that have been adapted culturally, therefore, this
box was only completed in relevant instruments and not applicable (N/A) was

documented in relation to all other instruments.

6, & 7. Reliability and measurement error
Box 6 relates to the assessment of the risk of bias in studies on the reliability (box 6)

and measurement error (box 7) of an instrument.

8, 9 & 10. Criterion validity, hypothesis testing for construct validity and
responsiveness

Boxes 8, 9 and 10 focus on the risk of bias in studies on criterion validity, hypothesis
testing for construct validity and responsiveness. Based on COSMIN guidance,
authors must consider if there is a ‘gold standard’ or well- defined high-quality
comparator instrument available for measuring the construct of interest in the
population of interest to assess the risk of bias in studies of these measurement
properties. As there is neither a ‘gold standard’ nor a well- defined high-quality
comparator instrument for measuring women'’s experiences of their maternity care,
itis not possible to formulate or specify a hypothesis for use in evaluating these three
measurement properties and therefore these three boxes were excluded from

evaluation.

2. Evaluation of the result of each study on measurement properties against criteria for
good measurement properties;

The results of each study on measurement properties of each included instrument were

evaluated using an adaptation of the COSMIN recommended criteria for good measurement

properties'>?®?’_ The reported results for each measurement property were compared with
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these criteria, and the adequacy of results of each study rated as sufficient (+), intermediate

(?) or insufficient (-).

As per the modification of the Risk of Bias checklist, only measurement properties related to
the internal structure and cross cultural validity were evaluated as relevant and the
measurement properties of hypothesis testing for construct validity, criterion validity and

responsiveness were not evaluated. See appendix 5 for the adapted criteria>?®?,

3. Summarising the evidence;

The results from 1 and 2 above were evaluated for consistency across studies and, if results

for a given instrument were consistent, the evidence was summarised.

Summarising the evidence of the content validity of each instrument consisted of two steps;
1. the results of each study on instrument development and content validity were evaluated
against the 10 COSMIN criteria for good content validity and a rating assigned by reviewers
on the content of the instrument itself and 2. The results of all available studies were
summarised in order to determine whether overall the evidence indicates if the relevance,
comprehensiveness, comprehensibility and overall content validity of an instrument was

sufficient (+), insufficient (-), inconsistent (+) or indeterminate (?)%.

Summarising the evidence of the remaining measurement properties also consisted of two
steps; 1. the results of each study were quantitatively summarised and 2. the summarised
result per measurement property, per survey instrument, were rated again against the
COSMIN recommended criteria for good measurement properties, as described above, to

determine an overall rating for the remaining measurement properties of each instrument.

As per COSMIN guidance®®, any inconsistency in results were to be explored and if an
explanation found, an overall rating of the instrument provided for several subgroups with
consistent results. The subgroups of interest included ethnicity, religion, sexual orientation,
birth type, age of participants (e.g. under 18), type of country (developing vs. developed),
setting (public hospital, private clinic, midwife led, etc.), multiple vs. singleton pregnancy,

nulliparous vs. multiparous women.

5.5.6 Additional evaluation

As this systematic review is one phase of a project to develop and implement the National
Maternity Experience Survey in the Republic of Ireland, the final item pools of the included

survey instruments were documented at the data extraction stage to aid later stages of the
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project. For any studies that have not made the full item pool available to the public, the
author or owner of the instrument was contacted, and a copy requested. In some cases, no
replies have been received to date. A list of the final item pools of the included survey

instruments has been presented in appendix 6.
5.6 Results
5.6.1 Data screening

Results of the search strategy and additional methods of data retrieval are reported within a

modified PRISMA flow diagram? presented in figure 5.1.

7,640 citations were identified from the search strategy. These were exported to the
reference manager software Endnote X7*” and duplicates removed. Remaining citations (n=
4,905) were exported to Covidence®® and screened by two reviewers (CB & DD) for inclusion
using the predetermined inclusion and exclusion criteria. Following title and abstract
screening, 85 full-text papers were uploaded and screened for eligibility. Disagreements at
the end of both rounds were resolved through discussion. Reasons for exclusion at full-text
(round 2) are reported in figure 5.1. Following the full-text screening, 17 papers/reports were
retained. Reference lists for each included paper/report were reviewed for additional
literature on the theoretical, empirical and psychometric development of instruments not
identified in the original searches resulting in 38 additional literature items for inclusion. Five
international experts in the area of maternity care survey development were contacted who
suggested an additional four papers for inclusion. Based on the 2018 searching, 59 records
were included for analysis. Following the 2019 review of data and updated search, 28
literature items were removed and replaced with 9 updated literature items. Reasons for
exclusion following the 2019 search are reported in figure 5.1. In total, 40 papers/reports

relating to 20 instruments remained and were included in analysis.

5.6.2  Characteristics of included instruments

The instruments originated from various countries within the developed world. The majority
of instruments were from the United Kingdom and Australia. Additional instruments
originated from the USA, Japan, the Netherlands, Norway, and New Zealand. Characteristics

of each of the 20 included instruments have been provided in table 5.1.

The number of items included within each instrument varied widely from 17%° to 21157,

Given that maternity care exists along a temporal continuum of care, it is unsurprising that
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the majority of included instruments comprised items evaluating various dimensions of the
construct (e.g. continuity of care, information provision) grouped within, or associated with,

temporal headings (e.g. antenatal care, postnatal care).

Figure 5.1. Modified PRISMA flow diagram;

7,640 records identified
through database searching

!

4,905 records after duplicates
removed

!

4,905 title and abstracts
screened

4820 records excluded

,

85 full text records assessed for
eligibility

|

17 records eligible for inclusion

!

38 additional full text records
included based on reference
checking

!

4 additional full text records
included based on expert
suggestion

v

59 records included for analysis
(based on 2018 searching)

68 full text records excluded, with the

following reasons for exclusion;

— Not entire maternity care process
(n=30);

—  Not empirical/ theoretical/
psychometric testing (n=17);

— Not self-report (n= 10);

—  Brief version of full instrument (n=2);

— Discrete group of women only/
experiences that merit specific
consideration (n=2);

—  Not from perspective of women
(n=2);

—  Care received from a specific
profession (n=1);

— Not primary research (n=1);

—  Satisfaction, rather than experience
focused (n-1);

— Timeframe outside of that under
investigation (n=1)

— Indirect evidence of measurement
properties (n=1).

!

9 additional records included
for analysis (based on updated
2019 searching)

v

28 records excluded based on updated

2019 searching, with the following

reasons for exclusions;

— Replaced by literature related to
updated version of instrument (n=
17,

— Item pool only (n=11).

40 records related to 20
instruments identified for
analysis
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COSMIN state clearly that although instruments that have been modified should be
evaluated as a new instrument, it is advised that previously conducted development and
content validity studies could be relevant for the rating (excluding comprehensiveness)?3.
Many of the instruments included had generated multiple versions as they were adapted
over time and in this case, we analysed the most recent version of the survey in the analysis
with older, or original, development and content validity studies included where appropriate

(excluding comprehensiveness).

Where the origin of a survey instrument was unclear, the previous literature was sourced.
For example, it was apparent from the literature that the genesis of several instruments used
within the United Kingdom (produced by the National Perinatal Epidemiology Unit (NPEU),
Care Quality Commission (CQC), Scottish Government and Queens University) are
intertwined therefore previous literature has been sourced to clarify the process. The genesis

of these instruments has been illustrated in Figure 5.2.

Despite figure 5.2 highlighting the genesis of the NPEU survey instruments up to 2014, it was
evident that the newest version of the NPEU survey instrument underwent a major
redevelopment process in 2019 and therefore only the newest studies were included in the
rating of this instrument. Similarly, the CQC 2019 instrument stated clearly that although
2019 was largely comparable to the 2018 instrument, the 2019 instrument had undergone a
“significant redevelopment” and therefore only new studies related to this instrument were

considered as part of the developmental and content validity rating of the 2019 instrument.

Conversely, it is stated that the 2018 Scottish instrument has been “largely based” on the
2015 and 2013 iterations of that survey. The 2013 survey was then in turn based on the 2013
CQC maternity survey. The 2013 CQC maternity survey and its iterations in 2010 and 2007
are based on the 2006 NPEU survey. Following the 2006 NPEU survey, a development study
was undertaken to inform the 2007 CQC survey specifically, therefore the 2007 development
study was included as evidence of development and concept elicitation in the Scottish
survey. This process was also applied to the Northern Ireland survey with the NPEU 2006
study evaluated as evidence of development and concept elicitation. Similarly, the Listening
to Mothers California survey 2018 is noted as being based partly on previous iterations of
national Listening to Mothers surveys, in addition to updated studies conducted to inform
the use of the survey in California specifically. Therefore studies that related to the original
2002 version of the Listening to Mothers instrument have been included as evidence of

development and concept elicitation in the Listening to Mothers California survey.
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5.6.3 Evaluation of methodological quality, and quality of results

Data related to the methodological quality, and quality of results, were largely not reported

in the retrieved literature.

1. Evaluation of the methodological quality of each study on measurement properties;

Table 5.2 highlights the high volume of unreported data related to the quality of studies on
measurement properties. Given the impact of content validity of the remaining
measurement properties, COSMIN recommends that if there is high-quality evidence that
the content validity of an instrument is insufficient then remaining measurement properties
need not be evaluated®. Although content validity, in line with COSMIN guidance, was only
reported in a small number of included studies and therefore the vast majority of included
instruments can be rated as having insufficient content validity, we have included the
evaluation of any of the reported measurement properties of each instrument to highlight

the extent of reporting of all measurement properties across all instruments.

2. Evaluation of the result of each study on measurement properties against criteria for

good measurement properties;

The results of each individual study on measurement properties of each included instrument
were evaluated using an adaptation of the COSMIN recommended criteria for good
measurement properties’. Based on the retrieved literature, there is no evidence of any
more than one published result of a study on any given measurement property, for any of
the included instruments. This means that the results on measurement properties against
criteria for good measurement properties are, for each study, the same as the summarised
results of these measurement properties for that instrument described under ‘summarising

the evidence’.

3. Summarising the evidence;

The results from 1 and 2 above were evaluated for consistency across studies and, based on
the minimal amount of data retrieved from the literature, results were found to be consistent
and there was no rationale for subgroup analyses to be performed (and insufficient data on

which to do so).
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30-32,61,62,69-81

Figure 5.2; Genesis of the NPEU & CQC survey instruments presented in the

format; name of instrument/ report; implemented by, area in which it is used (year of survey

implementation);
Women'’s
experience of 2007 Maternity
their maternity survey;
care- a survey Healthcare
manual; Office of Commission
Population (Care Quality
Census and Commission)
Surveys; England England (2007)
and Wales (1989) . +
# 2010 Maternity
First Class survey; Care
Delivery; Audit Quality
Commission; Commission;
England and England (2010)
Wales (1997 & 1
1998) )
2013 Maternity - :
$ Survey; Care Having a Baby in
Recorded Quality Scotland 2013;
Delivery; National Commission; Scottish
Perinatal England (2013) Government;
Epidemiology Scotland (2013)
Unit; England +
(2006) 2015 Maternity ¢
Survey; Care Having a Baby in
# Quality Scotland; Scottish
Delivered with Commission; Government;
care; National England (2015) Scotland (2015)
Perinatal
Epidemiology # ¢
Unit; England 2017 Maternity Maternity Care
(2010) Survey; Care Survey 2018;
Quality Scottish
+ Commission; Government;
Birth NI; Safely Delivered; England (2017) Scotland (2018)
School of National v
Nursing & Perinatal 2018 Maternity
Midwifery at Epidemiology Survey; Care
Queens’s Unit; England Quaiit
. . y
University; (2014) Commission:
Northern England (2018)
Ireland (2016) ‘
2019 Maternity
Survey; Care
Quality
Commission;
England (2019)
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The overall evaluation of the content validity of each instrument is presented in table 5.2
with the ratings referring to the relevance, comprehensiveness, comprehensibility, and
overall content validity as sufficient (+), insufficient (-), inconsistent () or indeterminate (?)
in line with COSMIN guidance?”. It must be noted that although COSMIN state that an overall
score of indeterminate (?) is not possible as the reviewer’s rating is always available, the
decision was taken to include the rating of indeterminate (?) in our overall evaluations based
on the extent of lack of information on many developmental and content validity studies
being available, and as such it was impossible to make a definitive judgment on these studies
as being sufficient (+), insufficient (-) based on little to no information.

The adequacy of results of studies on measurement properties of each included instrument
based on a comparison of summarised results with the COSMIN recommended criteria for

good measurement properties!>2627

are also presented in table 5.2. The adequacy of the
results of each study has been rated as sufficient (+), intermediate (?) or insufficient (-).
Blank= ‘not reported’. Overall, it was found that published evidence of the methodological
and psychometric quality of studies on measurement properties, of self-report survey
instruments to evaluate women’s experiences of their maternity care is lacking. This lack of
reporting has led to the majority of instruments receiving an ‘indeterminate’ or ‘inconsistent’
rating for content validity and the majority of the remaining measurement properties

receiving no rating at all. Of those studies that did report the results of measurement

properties, only three have received a sufficient rating in line with COSMIN guidance.
5.7 Discussion

To our knowledge, this is the first systematic review of self-report survey instruments used
internationally to measure women’s experiences of their maternity care. Twenty self-report
survey instruments measuring women’s experiences of their maternity care were identified.
Based on COSMIN guidance®® the development process and measurement properties of each

included instrument have been evaluated.

Data related to the development process and measurement properties of the majority of the
20 instruments is lacking. This has led to low scores across all aspects of the Risk of Bias
Checklist and against the criteria for good measurement properties for the majority of

instruments, as evident in table 5.2.

An argument could be made that a methodologically sound development process and

evaluation of measurement properties may have taken place but has not been reported for
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many of the included instruments. This is not withstanding the critical contributions the
findings from such instruments has made to the organisation and delivery of maternity care
in the contexts in which they are used. This may be inferred, for example, from the overall
evaluation of the content validity of each instrument. The majority of the instruments did
not report the completion of content validity studies in line with COSMIN guidance, and
those that did scored poorly. However, when reviewer ratings were included in the overall
evaluation of the content validity of each instrument, the summarised results were higher
than those based on published evidence alone. This may suggest, based on the content of
the item pool, that had a more complete approach to reporting been adopted, a higher rating

of content validity would have been allocated.

Similarly, many of the included instruments were allocated an ‘inadequate’ rating for their
concept elicitation studies based on the score for coding of data retrieved during the concept
elicitation process. Based on COSMIN guidelines, if no mention of how the coding of this data
was completed, it is assumed that no coding took place and as such an ‘inadequate’ rating is
given. Although studies may have used coding for this data, it is not reported clearly that this
was the case. Furthermore, literature that did report on aspects of the development process
and measurement properties of an instrument often referred to aspects of their processes
in a way that did not align with the guidelines strict criteria, thus leading to low scores. For

41-43,52

example, only three instruments reported content validity studies in line with COSMIN

requirements.
5.7.1 Recommendations for practice;

When adhering to COSMIN guidelines, reviewers are advised to make recommendations on
included instruments®®. Given the volume of unreported data and consequently the lower
methodological and psychometric quality of included instruments, we recommend more
complete reporting of the development processes and measurement properties of

instrument’s that evaluate women’s experiences of their maternity care.

The purpose of this systematic review was to (a) inform the development of the Irish National
Maternity Experience Survey and (b) inform future research on the use, adaptation, and
development of new self-report survey instruments that measure women’s experiences of
their maternity care. Although various aspects of instruments used internationally to
evaluate women’s experiences of their maternity care will inform the development process
of the NMES, no existing instrument in its entirety is applicable to the Irish context. This is

primarily because of the complex, differing nature of the maternity services currently
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provided to women in the Republic of Ireland. This highlights the need to incorporate the
interests of Irish key stakeholders to ensure that the items included within the NMES are

specific to the maternity care services provided within the Republic of Ireland.

Transparent reporting of each stage of the development processes will be employed with a
view to providing a foundation for future research on the use, adaptation, and development

of similar instruments.

5.7.2 Research limitation

By adhering to COSMIN’s guidance it is possible that included instruments have been
critiqued harshly, particularly in relation to issues related to content validity studies and
concept elicitation areas in which most of the retrieved literature were focused. Reduced
scores because of unreported or unclear information, combined with guidance that ‘lowest
score counts’ as the overall score, led to much of what was reported being scored as either
‘doubtful’ or ‘inadequate’. This is coupled with COSMIN guidance on what should be
considered a development study or a validity study leading to many cognitive interviews and
pilot studies being critiqued as developmental, rather than validity studies, as they had been

identified by their developers30-343839,46,48,59,61,62,66,68

5.8 Conclusion

This review identified 20 self-report survey instruments measuring women’s experiences of
their maternity care. Evidence of the measurement properties of these instruments is largely
unreported. This could potentially impact the credibility of the findings of these instruments.
Future development processes of survey instruments evaluating women’s experiences of
their maternity care, including the National Maternity Experience Survey that is being
developed for use within Ireland specifically, should be conducted, and reported fully using
robust methods that serve as the basis of future research on the use, adaptation, and

development of similar instruments.
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5.10 Summary of key points

Chapter 5 presents the review and critical appraisal of self-report survey instruments
measuring women’s experiences of their maternity care. The review had two purposes; 1;
inform the development of the NMES and 2; inform future research on the use, adaptation,
and development of new self-report survey instruments that measure women’s experiences

of their maternity care.

The review was conducted using data arising from comprehensive searches of several
citation databases, via reference checking and by expert suggestion. Following stepped

screening by two reviewers (CB & DD), 40 papers related to 20 instruments were included.

The conduct and design of the review were informed by the COnsensus-based Standards for
the selection of health Measurement INstruments (COSMIN) guidance for completing

systematic reviews of patient-reported outcome measures.

The evaluation of the methodological quality of each study on measurement properties was
guided by the COSMIN Risk of Bias Checklist, adapted to suit this review. The results of each
study on measurement properties of each included instrument were evaluated using an
adaptation of the COSMIN recommended criteria for good measurement properties. The
arising results were evaluated for consistency across studies and, based on the minimal
amount of data retrieved from the literature, results were found to be consistent, and there

was no rationale for subgroup analyses to be performed.

In addition to evaluation of the methodological and psychometric quality of included studies,
the final item pools of the included survey instruments were documented at the data
extraction stage to aid later stages of the project (as presented in chapter 6). The number of
items included within each instrument varied widely from 17 to 211 with instruments
comprised of items measuring various dimensions of the construct grouped within, or

associated with, temporal headings.

In addition to the methods and results reported in paper 4, information related to the
operational and feasibility aspects of survey implementation was extracted from the
literature related to each survey instrument in line with a request from HIQA. The
operational and feasibility aspects of survey implementation were not included in the
publication of the systematic review as it was not directly relevant to the development or

psychometric properties of included survey instruments. The information retrieved was
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given to HIQA prior to their undertaking of phone interviews with lead agencies responsible
for developing and distributing national/ large scale maternity surveys. The phone interviews
served to fill in any gaps in the operational and feasibility aspects of the survey instruments
that had not been identified as part of the review. Data were extracted in relation to
operational processes/ feasibility aspects included such as; data protection issues, legislative
requirements, distribution methodology, Response medium/ overall response rate/
breakdown of response rate by medium, timing of administration, budget, resources
required to manage survey, ease of administration and scoring and survey outputs and

method of publishing.

Evidence of the processes of development and evaluation of measurement properties of
included instruments was found to be largely unreported, which led to low scores across all
aspects of the Risk of Bias Checklist and against the criteria for good measurement properties
for the majority of instruments. This finding influenced the decision for publication of paper
5 (Chapter 6) to highlight and transparently report all further processes employed in the

development of items for inclusion in the NMES.
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Chapter 6: Development of a survey instrument to evaluate women’s experiences of their
maternity care.

6.1 Introduction

This chapter presents paper 5. Paper 5 describes an adapted two-phase exploratory
sequential mixed methods design used to identify and prioritise items for inclusion in the
NMES. Phase one focuses on the identification of possible items for inclusion and
development of an exhaustive item pool through a systematic review (presented in Chapter
5), focus groups and one to one interviews, and a gap analysis. Phase two focused on the
prioritisation of the items for inclusion in the final item bank through a Delphi study and

consensus review.
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6.2 Paper 5
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6.3 Abstract

Background The process of developing a survey instrument to evaluate women’s
experiences of their maternity care is complex given that maternity care encapsulates
various contexts, services, professions and professionals across the antenatal, intranatal and

postnatal periods.

Aim To identify and prioritise items for inclusion in the National Maternity Experience
Survey, a survey instrument to evaluate women’s experiences of their maternity care in the

Republic of Ireland.

Methods This study used an adapted two-phase exploratory sequential mixed methods
design. Phase one identified items for possible inclusion and developed an exhaustive item
pool through a systematic review, focus groups and one to one interviews, and a gap analysis.
Phase two prioritised the items for inclusion in the final item bank through a Delphi study

and consensus review.

Findings Following iterative consultation with key stakeholder groups, a bank of 95 items
have been prioritised and grouped within eight distinct care sections; care during your
pregnancy, care during your labour and birth, care in hospital after the birth of your baby,
specialised care for your baby, feeding your baby, care at home after the birth of your baby,

overall care and you and your household.

Conclusion Robust and rigorous methods have been used to develop a bank of 95 suitable

items for inclusion in the National Maternity Experience Survey.

Keywords Midwifery; maternity care; Surveys and Questionnaires; experiences of care;

consensus.
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6.4 Introduction

The measurement of healthcare, from the perspective of service users, provides a direct link
to actions that improve the quality of care that is provided®. Given that measurement is
crucial to improving the quality of healthcare?, it is unsurprising that the volume of
instruments measuring various aspects of healthcare internationally has increased
dramatically in recent decades®. In maternity care specifically, there has been a surge in the
development and use of instruments that seek to evaluate women’s experiences of their

maternity care with a view to improving the quality of care provided.

A rise in the development of survey instruments to evaluate women's experiences of their
maternity care may be attributable to the complex nature of maternity care and the
challenges that this introduces. Maternity care services vary widely internationally and often
encapsulate various contexts, services, professions and professionals across numerous time
points with instruments developed to evaluate various aspects of these services*®. The
increase may also be due to the corresponding decline in the use of survey instruments
evaluating satisfaction with care. Although experience surveys originate from satisfaction
surveys, there are marked differences in their underlying approaches®. The measurement of
the experiences of care focuses on what did or did not happen, while the measurement of
patient satisfaction focuses on subjective interpretations of the care received. This
subjectivity means that data arising from the use of satisfaction surveys are of limited use
for quality improvement because although dissatisfaction may identify a need for
improvement, it does not usually provide information on where, or how, improvement could

be addressed®.

If findings from survey instruments evaluating women’s experiences of their maternity care
are to inform both clinical practice and service development, they must be valid (accurately
representative of the experiences of care provided) and reliable (provide consistent,

predictable measurement)’®

. Although large scale instruments are used internationally to
evaluate the quality of maternity care provided to various populations and inform quality
improvement, such as in the UK for example, there is no evidence that the inferences made
from these measures are valid®. To ensure the validity and reliability of a survey instrument,

a structured development process and robust psychometric testing are needed?.

This study aimed to develop a survey instrument to evaluate women's experiences of their

maternity care in the Republic of Ireland. The survey instrument has been developed in line

118



Chapter 6: Development of a survey instrument to evaluate women'’s experiences of their
maternity care.

with a policy imperative set out in the Irish National Maternity Strategy® and the survey will
be implemented nationally within the Republic of Ireland as the National Maternity
Experience Survey (NMES) by the National Care Experience Programme (NCEP). The NCEP is
a partnership between the health service regulator (Health Information and Quality
Authority (HIQA)), the national healthcare provider (Health Service Executive (HSE)) and the
national policy maker (Department of Health) launched in Ireland in 2019 to measure service
users’ experiences of health and social care services with the aim to use this information to
improve the quality and safety of these services. Given that both robust measurement, and
a feedback mechanism to clinicians, are fundamental in improving the quality of healthcare
provided?, this partnership ensures that all data collected is fed back to those providing the

maternity services being evaluated.

Based on the uniqueness of the maternity system implemented within the Republic of
Ireland, existing survey instruments were limited for our purposes and development of a

bespoke, context specific instrument for use within Ireland was judged necessary.

6.5 Methods

A structured approach to the development of the survey instrument was adopted following
extensive consideration of the complexity of the concept of women’s experiences of their

maternity care!®!?

and the various aspects that this entails. For the purpose of this survey,
the timeframe of maternity care was defined by the NCEP and research team (CB and DD) as
a woman's first antenatal appointment with a healthcare provider through to the care
provided up to three months postpartum. The survey is being developed for use by women

approximately 3- 4 months postpartum.

In line with the National Inpatient Experience Survey!?, a decision was made a priori by the
NCEP and research team that the NMES would be a self-report instrument that relies
predominantly on closed items with a minimal number of open text boxes. This format
ensures that the data collected will be structured consistently and allow for the comparison
of large volumes of data. However, it also imposes the limitation that feedback is only
provided on aspects of care that are specifically asked about®. This limitation means that the
inclusion of appropriate content is vital and, as it has been identified that often the priorities
of clinicians may differ from service users in what items they see as important**, the inclusion

of a wide range of stakeholder groups, including service users in the development process is
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necessary to ensure that the resulting survey instrument includes aspects that are deemed

necessary by all groups®.

We used an adapted two-phase exploratory sequential mixed methods design for the
development of a bank of items for inclusion within the NMES®. Phase one identified items
for possible inclusion and developed an exhaustive item pool through a systematic review,
focus groups and one to one interviews, and a gap analysis. Phase two prioritised the items
for inclusion in the final item bank through a Delphi study and consensus review. Following
the development process reported here, a psychometric evaluation of the final item bank is
required to optimise the final survey instrument and to ensure accuracy and credibility of

arising results.

6.5.1 Phase 1: Identification of possible items for inclusion and development of an

exhaustive item pool

Iltems for possible inclusion in the NMES were identified through a systematic review,
subsequent focus groups and one to one interviews with key stakeholder groups. While a
traditional two-phase exploratory sequential mixed methods design®® consists ordinarily of
a qualitative method that informs a quantitative method, this study also incorporated a

preceding systematic review.

The purpose of the systematic review was to identify self-report survey instruments used
internationally to measure women’s experiences of their maternity care, evaluate the
methodological and psychometric quality of each included instrument and to categorise all
items identified. Comprehensive searches of online citation databases were completed,
inclusion and exclusion criteria were applied and, a stepped approach was employed to
facilitate the evaluation of the methodological and psychometric quality of included
instruments. The methods and in depth results of these evaluations are reported elsewhere

in detail (accepted for publication).

6.5.1.1 Focus groups and one to one interviews

The objective of the focus groups and one to one interviews was to elicit opinions from key
stakeholder groups on the aspects of care that they consider being of most importance for
inclusion within the survey instrument and the identification of any further potential items
of importance to the stakeholder groups not identified in the systematic review. The

structure of the survey instrument was also included for discussion.
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6.5.1.1.1 Ethical approval

Ethical approval for all relevant aspects of the development process was received from the
National University of Ireland, Galway (NUI Galway) Research Ethics Committee. All approval
letters from the NUI Galway Research Ethics Committee are included in appendices 7, 8, 9

and 10.

6.5.1.1.2 Recruitment

Participants were sampled purposively from the following stakeholder groups- women as
service users of the Irish maternity services, midwives, public health nurses, obstetricians,
neonatologists, anaesthesiologists, general practitioners, policymakers, and funders.
Participants were recruited nationally by the NCEP team with assistance from the research
team. Members of maternity stakeholder organisations nominated by the NCEP were invited
to participate and additionally, primary contacts within maternity care representative groups
(Association for Improvements in Maternity Services in Ireland (AIMSI) and Cuidiu) kindly
disseminated an invitation to participate to their members. Recruitment material is
presented in appendix 11. Efforts were made to recruit service users and their
representatives from a diverse range of socio-demographic groups including, for example
Pavee Point Traveller and Roma Centres. A full breakdown of all participants is included in

appendix 12.

Each invitation to participate was accompanied by a detailed Participant Information Leaflet
describing the aim of the study, what taking part involved, the voluntary nature of the study
and participants’ right to withdraw at any time. The Participant Information Leaflet also
included details of focus groups that were planned to take place at three geographically
distinct locations within the Republic of Ireland. Participants who wished to take part but
could not attend an interview at the designated time were afforded the opportunity to
complete a one to one phone interview at a time convenient to them. The Participant

information Leaflets are presented in appendices 13 and 14.

To be eligible for inclusion in the interviews, women as service users must have been either
a current service user of the Irish maternity services or have been a user of the Irish maternity
services within the previous 12 months. All remaining stakeholder groups must have been,
at the time, involved in the provision of maternity care to women in Ireland or involved in
funding and/or policy decisions on the provision of maternity care to women in Ireland.

Women who had experienced an adverse neonatal or maternal outcome were afforded the
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opportunity of a one-to-one interview rather than a focus group interview. As funding did
not permit the recruitment of translational services, participants who did not have a

competent level of fluency in English were excluded.

Before the interviews, all participants who agreed to participate were sent an outline of
interview schedule questions and a consent form. The consent form was then signed by each
participant and a researcher before the commencement of the interview. The consent form

is presented in appendix 15.

6.5.1.1.3 Analysis

Each of the interviews (n= 19) lasted approximately 45mins to one hour and were guided by
the interview schedule included in appendix 16. Each interview was conducted by
experienced members of the NCEP and/ or research teams. Each person conducting the
interviews was provided with a protocol for interviewees experiencing emotional disruption,
for use in the unlikely event that this did occur. The protocol, as it was presented in the
application for ethical approval, is included in appendix 17. All focus group interviews (n=8)
were audio-recorded and transcribed for analysis. Transcription was completed by an
outside experienced research transcriptionist. The statement of confidentiality signed by the
transcriptionist is included in appendix 18. Transcripts were anonymised and checked with
reference to the audio recordings for accuracy. The one to one phone interviews were not
recorded, but instead, detailed notes were taken throughout each of the interviews for

inclusion in the analysis. All data was coded independently by CB and confirmed by MD.

A hybrid approach to the analysis of the data was adopted with initial inductive analysis and
subsequent deductive approach. All eight transcriptions of the focus group interviews and
notes taken during the 11 one-to-one phone interviews were imported to NVivo 12
gualitative data analysis computer software (QSR International Pty Ltd, Melbourne, Vic.,
Australia), and data were labelled verbatim and sorted according to emerging themes in line
with the six phases of Braun and Clarke's (inductive) recursive thematic analysis approach?®.
The six phases of Braun and Clarke’s approach are gaining familiarity with the data by
reading, re-reading and note-taking, the generation of initial codes, collating the initial codes
into potential themes, reviewing and refining themes, defining and further refinement of

t16

themes and lastly, the final analysis and write up of the report®. As inductive analysis

advanced, it became apparent that themes emerging broadly aligned with the eight domains

t1,17

of the World Health Organization (WHO) Responsiveness concep and consequently
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analysis of the data was guided by a (deductive) framework approach®®. The concept of
responsiveness focuses on both the way and the environment in which individuals are
treated during health system interactions, and the concept itself was introduced by the WHO
as an approach to address the quality of health systems in a way that is comparable
internationally*®. The eight domains of the WHO concept are; autonomy, choice,
communication, confidentiality, dignity, basic amenities, prompt attention and social

considerations®.
6.5.1.2 Development of an exhaustive item pool

Following the focus groups and one-to-one interviews, a Gap Analysis was completed by
mapping the suite of international items (identified in the systematic review) against the
themes identified in the focus groups and one-to-one interviews and against Irish policy
documents i.e., (i) National Maternity Strategy (Creating a Better Future Together) (ii) HIQA
National Standards for Safer Better Maternity Services and (iii) the background document
supporting the development of National Standards for Safer Better Maternity Services. The
purpose of the gap analysis was to identify items used internationally that were relevant for
use within the Irish setting and to identify areas that were not captured either at all or
adequately, therefore, highlighting areas for which items should be considered for
development. Further information on the completion of the gap analysis is presented in

appendix 19.

An exhaustive item pool for inclusion in the prioritisation phase was then developed by
combining data identified through the systematic review, focus groups and one-to-one
interviews and gap analysis into domains, e.g. choice and continuity of care, communication.
The NCEP team then reviewed these domains. Following a review of feedback from the NCEP
team, edits were made, and the set of domains for inclusion within the survey instrument
finalised within the sections they were expected to be included in, in the survey instrument,
e.g. antenatal care, postnatal care. Each domain was then populated with relevant items
from the international suite of items identified from the systematic review, in addition to
newly developed items. In line with guidance, a large item pool was initially developed and
then refined by the research team based on a priori criteria®®. Criteria for the elimination of
items included duplicate items, undesirable similarity to other items, lack of clarity and

guestionable relevance to the maternity care provided within the Republic of Ireland.
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6.5.2  Phase 2: Prioritisation of items for inclusion in the final item bank

Prioritisation of items for inclusion in the final item bank was divided into two stages; (1)
items were prioritised for inclusion through a two-round Delphi study, and (2) final

consensus on the item bank was achieved through additional iterative reviews.

6.5.2.1 Prioritisation of items for inclusion in the final item bank

A two-round Delphi study was conducted online through Crowdsignal
(https://crowdsignal.com) with participants from key stakeholder groups to prioritise the
large item pool that had been developed based on the findings of all earlier stages of the

project. Examples of rating options in Crowdsignal are included in appendix 20.

Respondents were asked to identify if they felt each item should be included on a 5- point
Likert scale, i.e., Definitely yes, Probably yes, Maybe yes/ Maybe no, Probably no, Definitely
no. Participants in the second round were also given the opportunity to feedback any
comments they may have had on the items that had been included, or not included, in that

round.

Following the first round of the Delphi study, the resulting item pool was reviewed by the
NCEP team to ensure the aspects of care included would be amenable to care improvement

actions, and edits were made to the item pool as necessary.

6.5.2.1.1 Recruitment

Participants were sampled purposively from the following key stakeholder groups; women
as service users of the Irish maternity services, midwives, public health nurses, obstetricians,
neonatologists, neonatal nurses, anaesthesiologists, general practitioners, policymakers,
and funders. Participants were considered eligible for inclusion based on the same criteria

for recruitment of the focus groups and one to one interviews.

Representatives of key stakeholder groups were invited to participate in both rounds of the
Delphi study using several methods. Members of maternity stakeholder organisations
nominated by the NCEP, and participants that had previously taken part in the focus groups
and one to one interviews, and had consented to further contact related to this project, were
emailed an invitation to participate. Primary contacts within maternity care representative
groups (AIMSI, Le Leche League of Ireland, Cuidiu, the National Women’s Council) were also

contacted and asked to assist with nationwide dissemination of an invitation email via their
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group email lists and online discussion platforms. Additionally, participants were asked to
promote participation in the Delphi study to additional potential participants who might be
willing and appropriate for inclusion. Recruitment material is presented in appendices 21 and

22.

Each invitation email contained a detailed Participant Information Leaflet that included
information on the aim of the study, what taking part in the Delphi study involved, the
voluntary nature of the study and participant's right to withdraw at any time. The Participant
Information Leaflet is presented in appendix 23. The invitation email also included an
electronic link to the online Delphi study registration and consent page. Explicit consent was
obtained for the Delphi study by participants clicking an 'l agree' button to four consenting
statements at the end of the registration process. If the participant did not agree to all
statements, they were excluded from continuing. An image of the four consenting questions

on the consent page is presented in appendix 24.

6.5.2.1.2 Analysis

In round one of the Delphi study, ratings from all stakeholder groups were combined. Items
rated by 95% or more of all respondents as 'definitely yes' or 'probably yes' were eligible for
inclusion in the second round. In round two, ratings from all stakeholder groups were
combined. Items rated 85% of all respondents as ‘definitely yes’ or ‘probably yes’ for it to be
eligible for inclusion in the additional rounds of feedback. Cut-points were chosen based on
iterative discussions with the NCEP team on what might be reasonable, relevant and
applicable to include in the final instrument. The open text responses received within round

two of the Delphi were collated, and items were reviewed and edited as necessary.

6.5.2.2 Consensus review

Following the second round of the Delphi study, all items that had been rated as necessary
for inclusion were reviewed by six organisations/ experts based on their knowledge of either
survey development or maternity care in Ireland. The purpose of this review was to assess
the draft survey instrument for length, ambiguity, areas not included and any aspect of the

construct that may have been missed.
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6.5.2.2.1 Recruitment

The NCEP and research teams contacted each of the following organisations and experts
directly and requested involvement in the additional rounds of feedback of the item bank
resulting from the Delphi study;
1. National Maternity Experience Survey Programme Board;
2. Health Information and Quality Authority (HIQA);
3. Department of Health, Ireland;
4. Picker Institute Europe;
5. Survey methodologist (Professor Laura O’Dwyer (Professor, Department of
Measurement, Evaluation, Statistics & Assessment, Boston College, Massachusetts,
USA);
6. National Adult Literacy Agency (NALA), Ireland.

6.6 Results

An overview of the survey development process and a summary of results has been provided
in figure 6.1. An overview of the stakeholder groups/ participants included at each stage of

the development process has been provided in table 6.1.

Table 6.1. Overview of stakeholder groups/ participants included within each stage of the

development process
Stage of development Stakeholder group/ participants
Focus groups and one to one 82 participants;
interviews

— 22 service users

— 20 midwives

— 6 public health nurses

— 5 obstetricians

— 3 anaesthesiologist

— 5 general practitioners

— 3 policymakers

— 18 participants classified as 'other' e.g. allied

health professionals
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Delphi round 1 22 participants;

—  9service users

— 2 midwives

— 2 public health nurses
— 2 obstetricians

— 2 anaesthesiologists
— 2 neonatal nurses

— 1general practitioner
— 1funder

— 1 policymaker

Delphi round 2 127 participants;

— 31 service users

— 38 midwives

— 4 public health nurses

— 8 obstetricians

— 1 anaesthesiologist

— 2 neonatal nurses

— 3 neonatologists

— 2 general practitioners

— 8 policymakers

— 30 participants classified as 'other' e.g. allied

health professionals and healthcare researchers

Consensus review 6 experts/ organisations;

—  NMES Programme Board

— HIQA

— Department of Health, Ireland

—  Picker Institute Europe

— Survey methodologist (Professor Laura O’Dwyer
(Professor, Department of Measurement,
Evaluation, Statistics & Assessment, Boston
College, Massachusetts, USA))

— National Adult Literacy Agency (NALA), Ireland.
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6.6.1.  Phase 1: Identification of possible items for inclusion and development of an

exhaustive item pool

A systematic review of self- report survey instruments used internationally to evaluate
women’s experiences of their maternity care included 40 papers related to 20 survey
instruments. Findings indicate that evidence of the methodological and psychometric quality
of the included instruments is largely unreported. All items that were included within each
available survey instrument were categorised. For any studies that had not made the full
survey instrument available to the public, the author or owner of the instrument was
contacted, and a copy requested. In some cases, no replies have been received to date. The
methods and in depth results of these evaluations are reported elsewhere in detail (accepted

for publication).

Analysis was completed on data arising from eight in-depth focus groups and 11 one-to-one
interviews which included 82 participants in total with representation from each of the key
stakeholder groups, i.e. women as service users of the Irish maternity services, midwives,
public health nurses, obstetricians, neonatologists, anaesthesiologists, general practitioners,

policymakers, and funders (see table 6.1 for further information).

6.6.1.1 Focus groups and one to one interviews

The analysis initially identified 29 major themes and 68 sub-themes representing the aspects
considered of most importance by stakeholders for inclusion in the survey instrument being
developed. These were further refined resulting in 15 major themes and 70 sub-themes.
Most of the categories mapped closely with items identified in the systematic review. Several
of the themes that emerged from the analysis are easily identifiable as being specific to one
section e.g., antenatal care, postnatal care; however, the majority of themes were suitable
for inclusion across multiple sections of the survey instrument. The codebook in appendix 25
highlights the thematic areas for inclusion and the frequency with which codes appear for

each.

128



Chapter 6: Development of a survey instrument to evaluate women'’s experiences of their
maternity care.

Figure 6.1. Overview of the survey development process and summary of results;

Systematic review
40 papers related to 20 survey instruments

\ 4
Focus groups and one to one interviews
— 15 major themes
— 70 sub themes

A
Write up of item pool
2, 698 items included in initial exhaustive
item pool

Initial exhaustive item pool was
refined by the research team and
2302 items removed

A 4

Delphiround 1
396 items included

Following analysis of Delphi round 1
results, 166 items were removed

A4

NCEP team review
230 items included

Following review by the NCEP team,
121 items were removed

Delphi round 2
109 items included

Following analysis of Delphi round 2
results, 25 items were removed

Consensus review
84 items included

Following consensus review, 11 items
v were added

Final item bank
95 items grouped within the following
sections;
1. Care during your pregnancy;
2. Care during your labour and birth;
3. Care in hospital after the birth of your
baby;
4. Specialised care for your baby;
5. Feeding your baby;
6. Care at home after the birth of your
baby;
7. Overall care;
8. You and your household.

129



Chapter 6: Development of a survey instrument to evaluate women'’s experiences of their
maternity care.

6.6.1.1.1 WHO responsiveness concept

Table 6.2 presents a subsection of the overall categories, namely the eight major themes that
aligned with the WHO responsiveness concept domains. Each of the eight categories is
accompanied by illustrative participant quotes from the interviews (quotes are not
exhaustive) and reference to the associated sub-themes. The use of the domains of the WHO
responsiveness concept in the development of items for inclusion in a survey instrument that
evaluates women'’s experiences of their maternity care had been identified previously in the
systematic review. The development of the ReproQ survey instrument in the Netherlands
followed the responsiveness concept closely>?. In line with the use of the responsiveness
model in the development of the ReproQ survey instrument, for the purpose of analysis, the

domain of Choice was also grouped with aspects of care that related to Continuity of care>?.

6.6.1.1.2 Additional major themes

In addition to the WHO responsiveness concept related themes presented in table 6.2, seven
additional major themes emerged from the data. The seven additional themes were;
antenatal specific, labour and birth specific, postnatal specific, woman-centred care, infant
feeding, mental health and National Maternity Experience Survey organisation and
demographics for inclusion. Table 6.3 presents these seven themes, associated sub themes

and (non-exhaustive) illustrative participant quotes from the interviews.

A high number of references were made to antenatal specific aspects of care and participants
felt strongly that items related to antenatal care specifically should feature heavily given the
impact this has on the care continuum. Under the antenatal specific theme, topics addressed
were; antenatal appointments (antenatal clinic, community, volume and timing of antenatal
appointments), antenatal education and scans. Similarly, labour and birth specific aspects of
care featured throughout the interviews with discussions focusing on women's opportunity
to perform skin to skin following birth, access to and the availability of pain relief and comfort
measures, processes around the induction of labour, the opportunity to have a home birth,
empowerment of women during caesarean section and caesarean section options that were
available, e.g. gentle caesarean, and the presence of caregivers during labour and birth

specifically.

Additionally, a significant number of recommendations were made for the inclusion of items

related specifically to women's postnatal care. A high volume of participants suggested that
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items be included related to the availability of postnatal care in the community. Suggestions
focused on the availability of and women's experience of use of care provided by a wide
range of caregivers (e.g., general practitioners, public health nurses, community midwives).
A moderate number of participants also suggested that items related to the availability, and
women’s experience of use, of a postnatal debriefing service should be included within the
survey instrument. Discussions on postnatal care also focused specifically on the care of the
baby following birth, for example, aspects of care related to the admission of a baby to a

Neonatal Intensive Care Unit (NICU).

Infant feeding featured heavily throughout the interviews. A significant number of
recommendations were made to include items related to breastfeeding. In particular,
women's experiences of the support they received with breastfeeding and the continuity of
advice received. In comparison to breastfeeding, formula feeding was recommended for
inclusion a minimal number of times; however, it was suggested that women be asked how
well supported they were in their choice of method of infant feeding (both breast and

formula).

Discussions related to the importance of including items related to mental health were
prominent throughout the interviews with discussions focusing on the importance of asking
women if they were asked at each stage about their mental health and if, where necessary,
appropriate care plans were made. The theme of woman-centred care includes focuses on
the inclusion of items related to individualised care, the cultural and religious needs of
women and aspects that focus on women with varying levels of risk and the personalised

care that was received based on that level of risk.

The final theme- National Maternity Experience Survey organisation and demographics for
inclusion- focused on topics that were specific to the survey organisation including the
structure and administration of the survey instrument and demographics items of

importance for inclusion, e.g., age, ethnicity and disability status.

6.6.1.1.3 Structure of the survey instrument

Participants agreed that the eight sections identified in the systematic review as the most
common for structuring the survey instrument were comprehensive and appropriate for
structuring the instrument. As such, these eight sections formed the basic structure of the

item pool being developed;
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1. You and your baby

2. Care while you were pregnant (antenatal care)
3. Your labour and the birth of your baby

4. Care in hospital after the birth (postnatal care)
5. Feeding your baby

6. Care at home after the birth

7. Overall experience

8. You and your household

6.6.1.2 Development of an exhaustive item pool

A gap analysis was completed to identify gaps between the international items (identified in
the systematic review), Ireland’s maternity care service, HIQA regulatory standards and the
findings from the eight focus groups and eleven one to one interviews with key stakeholder
groups. Most gaps identified were deemed to be ‘partial’ meaning that there are identifiable
items used internationally related to these areas, however some needed modification to

align with maternity care organisation in the Republic of Ireland specifically.

An exhaustive item pool was developed based on the aspects of care identified through the
systematic review, focus groups and one to one interviews and gap analysis. Items were
populated within the eight sections that had been confirmed by participants in the focus
group and one-to-one interviews. The initial item pool contained 2,698 items and was refined
by the research team based on a priori criteria. An item pool comprising 396 items was

finalised for use within round one of the Delphi study.

6.6.2 Phase 2: Prioritisation of items for inclusion in the final item bank

6.6.2.1 Prioritisation of items for inclusion in the final item bank

Twenty-two participants representative of key stakeholder groups completed the Delphi
round one. A further 127 participants completed the Delphi round two (see table 6.1 for

further information).

132



s|2A3) Suiyels  —
25NDJ23q 33103 D 3pisno buipub)s [(i3s 34,A3Y3 pup u13ffip 3ADYy pinod A3y}
sa0Unosay  —
“sonbyy 103J2 Buryp3| 34,43y} ‘PIDM |DIDUSIUD 3Y] ‘poLAd [DIDUIJUD 3Y] UI USAS
yodsues} pue Sunjley —
40 uo 3wo2 bujob ‘Buniom apisyno Bunis 31,noA mouy noA 0T yum aipys
yels Aejpue yym uondessu] —
03 13J103 3UO 5,3J3Y] [|am 3XI| 5,31 pUD Mouy NoA 13A3)pym “BuIpa3|q ‘ubwom
3u318Ay puey -
3/qpiauina p 306 3a noA ‘saninf 331103 3y} Jo Apjonb ay3 ‘sanionf 33103 3Y4,,
uoisinoid pooy  —

‘Z dnoi3 snoo4 juswuoNAUz - — | s3)USWD Jisng

,30U3LI3dX3 JIDWNDI] DY) ADY
1,upnom 3jdoad Jo 10y 0 juIy3 | ‘Ayuoud som Buiybw uoIs3p pawsofur fi yuiyy
| puy ") fo sysu 3y] s)fauaq 3y “auop 2q 0] spaau buryjawos Aym ‘Aiadosd
3w 03 paulpjdxa som Buiyiawos 3yl (33 ,upip 3] ‘panpA som uoiuido
Aw ayiy [33f 3,upip 3 “Aps 03 3)qp 3q 01 "SIy} 31| Aanns b ul Yopgpa3f fo pios
10y3 2016 03 3D 3G 0] 3ADY USWIOM ‘3|qDJIDAD 3q 03 SDY JDY] puy “suaddoy
IDYM JNOGD 3210Y2 PAUWLIOJUI UD SIYDW J|3513Y USWOM 3y JDY] 05 "pauID|dxa
2up s)fauaq ‘paulDjdx3 2D SIADUISYD ‘PAUIDIAX3 3D SYSU 23ym 103
poy am Ji yuiyy | puy “Ajuaaind Jou 31,A3y3 puy “wajsAs Ayuiaow ysi| 3y3
Ul pasiuboaal 3q 0] 3ADY [DSNJ31 PIWIOJU! pUD JUISUCD pawioful puy "32104d

s,upwom 3y3 s, ‘a210yd sjuanod ay3 s, Abp 3y3 fo pua 3y3 3o uUD3W |,
Supjew uoISID3P P3LWIOUI Ul JUSWSA|OAU]  —

‘g dnou3 snoog4 |eSNy3J PULIOJUl PUR JUISUOD PIWLIOJU]  — Awouoyny

sajonb jupdipod ani3pa3snj|| sawaya qns sawayy Jolopy

Chapter 6: Paper 5

/§10DJ3X3 3AIIDIISN|[I PUD SUIDWOP SS3U3NISUOASa OHM Yiim paubip sa11062300 23pwayy "z'9 3|qoL

133



Paper 5

Chapter 6

.08 2ljqnd uoy]
131134 s 21uljo 31pALd D 3gAbW IDY] YUYl A3YI PUY "3 S,30Y] PUD SIUID P3|
1UD3NSU0I Ul dn pua UBWOM ISOW ‘PUD|aJ| Ul SI A3 ay1 asnpaag Abmyiod
2402 Jpinijipd D YD} 01 Paau pinom A3yl JaYldYm 03 SO JUSWSSISSD
pasijpuosiad fo pury Aup aiayl SO WAyl 03 3|GDJIDAD 31D SIVINIIS IDYM
1n0gp UoIIPWIOfUl 0 SS320D 2ADY A[jPN1oD A3y pIp JO “|oUdSOYy ay1 03 31 33D
‘waof ayi s,a43y ‘06 noA a1ay os 1ybli ‘Aps 1snf dO 3yl pip MOUY NOA ¢3|qbJIDAD
219M 1Dyl Sazloyd jnoqp uoipwioful uanlb Ajpnidp A3yl aiam wayl o3

3|qb|IpAD suoildo anny A3yl piq "3210Yd 03 $S32ID SDM buppw Som | Juiod 3y,

‘e dnou3 snao4

250042 01 paysim noA a1pd fo adA} ay1 asooyd 01 3jqo noA aiam
‘221042 INOA U] SS2200 YUY | “3pISIN0 JO [DUASOY UIYIM JO [DIDUSIUD 3 3G
‘2402 pa| A1fimpiw pup 3102 aA1oddns sa16310J1S MAU Y1 YUm 3yl ‘dwoy
Jafsup.y Aluba an,am mouy noA ‘syliigawoH ‘apodisod b 03 paipjal [(11S S,
1nq oujwop b 3AbY am Aan| 310 am s|pudsoy uipI3d Ul A13UN0I 3yl puNoID
3|qpiinbauy A1aA S| 3210Yd 03 $S322D ‘9jqpINbauUI A1aA S| 2403 a4aym asoddns

| 1by1 mouy o3 jupiiodwis Aian s,31 aulf 1oy1 ul buojp buiob Ajqogo.d yuiys |,

‘& dnou8 snoo4

ssaooe Apwil  —
S9OIAIDS O} |edJD)Ry  —
suondo aJed jo Ayjenby —
S9IAJ9S SuloRIU0D) —
QW3 3541} Y3 JO§ SAIAIS Ajulalew Suissaddy —
SpJodaJ pue s9|i4 [euostad 0} Ssa00yY  —
$S920Y
2Jed Jo A}inuiuo)
S9IPN3S UY24easaJ Ul JUSWIA|OAU|

2Jed JO [9pow JO 3210y

Aununuod

pup 33104)

Lu011dadiad paniaaiad inoA 103w 31 pip 103dsp 10Y3 D S, FUSWUOIIAUS Y]

S, UIDBD 0S "UIWOM fO JUNOWD JINIIDYM 10 S313I[190f mouy NOoA ‘Ajuo s,243Y3

134



Paper 5

Chapter 6

Luonowioful 1oy1 buirab aip
A3y1 Moy pup 31aym oS *3|qbi|a.J 10U S,11 MOUY NOA Inq 321Apb Poob 3Wios anIb
Abw mouy noA 1py1 sais 1ua4affip fo sppoj op 01 poy noA sp ybnoayl bulmo.;
J0U ASDa 31 bW 01 IADY M pub UOIILWIOLUI 10Y] JOof BupjOO| duljuo 3D
siayjow 1up3dadxa bunoA 3sow ‘3spd ay1 Jo buiyl b a.p s313|fpa| pup s1a[j004g
‘U buinab aup Aayy moy pup wouf uonpwiioful 3yl buinlab Ayl aip aiaym

3yl 5,31 ‘BuIAps a1am NoA 1DYM 31| 3q D ‘@43YM 1D JOO| 03 Paau OS|p 3,

7 dnou8 snoo4

Luonpwoful Ay1jonb poob pup 343y1 s, I0Y1 Inq 3 Jof

Jsb Aay1 asnpaaq 1snf Jou ‘uoirpwiioful Jo uoisinoid ‘UOIILIIUNWIWIOD MUlYy] [,

{z dnoug sndo4

uonewJoyul jo Alanpg -

uonjewJojul ur Aduaisisuo)  —
uoisinoad uonewsou|

diysuonejas Sunsnip  —

SJI9AIS24ED Ul 2dUdPIUO)  —
SJ9AI83.ED Ul 3SNJ] PUB DUSPIHUOD
salanb 3uisied pue suia2u0d SUdIOA
Uo13ONPOIIUI JJBIS
J3Y10 Yoea YHM UOIIDBIIIUI J4e1S
SJ9AI324e2 YUM $21d0] DAINSUSS SSnasip 03 AylunjoddQ
$92JN0S UOI}eW.IOU|

‘S9JIAJIS SNOLIBA US9MIS( UOIIBIIUNWIWOD

uonPAUNWIWO)

2402 fo Aynunuod ayi yum Addoy

noA aiam aqAbw mouy noA puno.p uoiasanb b asoddns | 0S *21ulj3 [DIDUIIUD
ay1 01 ‘mouy noA uof 1snf buiwod a1,noA puy *ajdoad xis 10 anif 3as pjno3 noA
Mmouy noA ‘as|a Apogawios aas NoA oS “|if 4baA b 331Mm] “Aian 31| s20p 3yl

Jo uanoabupyd aya an,noA uayy -afimpiu b 3as ||,noA Abp uayrouy ‘bai b 33s
J1,noA Abp Jay10uD ‘OHS UD 335 ||,NOA PUD MO.LIOWIO] BWOD NOA JUDINSUOD
Y1 3as noA pup Abpol awod noA 21ul3 3yl 03 w0 NoA uaym ing “afimpiw
awbs ay1 aq sAbM|b 1,up/nom 11 Mo "noA a1 buijoo| sanimpiw poy an,noA

XXX Ul sn 1of Abs asnpaaq jupioduwil A||paJ s,31 ‘2403 Jo Anuiauod ayi 1sny,,

‘9 dnou8 snoo4

135



Paper 5

Chapter 6

PaINnsspal
ays som mouy noA ‘wyy buunp 3af ays moH ‘suaddoy Adusabiawa up fi
‘Aouabiawa up ym Ajp13adsa pup Asa31inod pup ssaupuly uipbo pup 11 uymMm
UoIDIIUNWIWOD S “UIDBD puy "awWil 3yl |0 43y YIm fiIMpiw b IADY 3Ys pIp

‘Ioydsoy aya ui si 3 fi “A|j0aJ 33ua1Iadxa pIpM INOqo| 3|oYM Y1 S,343Yy3 UdY],,

{z dnou8 snoo4

sawiy Suiepn

suoienyis Aduagiaw3

uonuap 1dwold

,suoiisanb [p1auab fo spupy asoyl ||b S,343Y | ¢123dsal pub
ANubip yum paipail noA aiam ‘a4pd Ul 1snJy anoy noA piqg ¢uonpwioful ayl
|| 3A1223.4 NOA pIp “1snJ3 anpy noA pip - asoyl fo A1iofbw 1spA 3y XSp 01 paau

PINOM am A3AINs 3y Ul JUSWIOW 3Y3 3D SUOIISaND 3y 30 300 NOA J1 ing mouy |,

109dsaJl yum pajeal]

ssaupun yum pajead] — Anubig
‘7 dnoug snao4
LAubip pup Aopalid punoip buiylawos
J3y1aym os 'pajind aip suipiind ayj Jjo asnpiaq [|o 1o App| b 33s 3,upd NoA
pupb way ojul op noA ‘spibm [papuisod ayi ul A|jpndp suILINI Al sbuly,,
Aeaud -
{z dnou8 snoo4 SpJ0J3J |e2IpaW JO Alljelausapyuo)  — Ayjpruapifuo)

uonewJojul Suipueisiapun  —

suolsiap

uondo aJed uo 1oedwl dyl pue S101de) YSu
J0 jawdojansp 3|qissod syl jo suoneuejdxy —

UOI1BWIO4UI JO UOISINOLd  —

136



Paper 5

Chapter 6

Ployasnoy ay3 ul 303 fo 100dwij aY3 IN0gp 3 S| MOUY NOA ‘UDWOM 3y}

YIM Ul 3Wpd 3y3 Uosiad 3ioddns b mouy noA ‘1nogo Joym ‘spop INogo IYM,,

‘7 dnoug snoo4

Jauped pue Ajiwey wouy poddng
Jaued JO JUSWA|OAU|

1oddns Jo s924n0s |euoippy

uonpiapisuod

[0120§

,d2U3113dX3 fo adAy
10y ‘woo. buniom aya ui uazpobiof ai,noh os|p pup sinoy ¢ 1o £ 03 dn buiziom
2s 03 wooJ ou ‘dn Buipupbls ‘SaIuljd [DIDUSIUD PIWWDID dY] lf ‘@G UDI

2UOJD 21U[2 [DIDUBIUD fO 2IUIIAAXD Y] OS ‘919Y3 3,US! JDYI U 10| D S,243Y3 OS,,

{z dnoud snoo4

137



Chapter 6: Paper 5

LIID2 03 3jdoad ‘siaquinu auoyd 1333unjon Aup uanib noA a1am mouy nok
‘uonpwioful Juaysisuod 336 noA pig "oy} IN0go Mouy NOA pIp ‘SaWIIWOS
pipm 3y} uo sspja buipaaf-1sp03.iq D 5,313y] mouy noA ‘noA Jsin 3wod

pino2 A3y} pjo3 NoA 213M JUDNSUCI UOIIDIID| D 5,313Y3 2JDMD NOA 213M,,

‘Zz dnou3 snoo4

uoIsID3p J13Y3 Ul payoddng —
Suip33j uo a3pamouy Jeis  —
Suipasjenwios  —
Suipaapseasg -

Su1pa3) jo poylaw ynoge Supjsy — bBuipaaf junfuy

¢4D1S 2402y} D3Y WOoLf 30UDINSSD3J 3WOS WD pup Ul 3pifuod p|nod 3ys
133f 3ys pip ‘Aianyap 03 spinbas yym 63 sunaf a1fiaads poy ays Jj i pIssasso
21035 |p21bojoyaAsd s,ubwom 3yl sop “aull uonanpoud Aio3anf o ul buojo
paysni bulazf 03 pasoddo sp ‘pasinbai A3y} uoORUSID PUD W] Ay} PIANIIDIAI

A3y3 13y33ym 03 sD PaA3/UNS 3G PINOYS USWOM ‘3D [DIDUIUD JO SWd]Y U,

T M3InJ33Ul 3Uoyd

,,Uo1DINP3 [DIDUUD 0] 553220 2ADY AjjpN3aD A3y3 op
0s|p 3nq papinosd Buiaq uonpwioful Jo Aouaysisuod asoddns | ‘uo Juiod 3y}

03 JDJILUIS S31 PUD UODINP3 |DIDUSIUD PUNO.ID ‘AIU3ISISUCI PUNOID 3GADY,

{Zz dnoi3 sndo4

suexg  —
uonIeINP3 [RIRUSIY  —
sjuawyuiodde |ejeuajue Jo Sulwiy pue 3WNjoA —
Alunwwo)y -
Jluld [ejRURUY  —

sjuawijuiodde [ejeuauy  — | oufioads (pjouduy

s3jonb jJupdiuod anpsn)||

SaWayl gns sawayy Joloy

§320.3%3 3ADIISN||1 pUD $3L1063102 JIDWIAY] [DUCIIPPD U3A3S"E'Q 3|qDL

138



Paper 5

Chapter 6

pup yuiyz | s,30y *abod awps ay1 uo ai,noA 1oy3 [aaf ‘fo 1uod bulaq

mouy noA ‘paipaui buiaq puy ‘123dsat pup Ayubip ‘UoIILIIUNWIWIOI INOGD
s,31 Ajjpuosiad aw Jof ‘ay1 1nogp s,11 0S ‘sb buo| sy Iyl abuLYI 01 INDY 03
bujob a4,om pup mou pauaddpy sby 1oym si siyl ing ‘siya paiupm noA mouy
| ‘moux noA 1oy uonpwiioful ay paf buiaq ai,noA 1oyl puy ‘abod awos
Y3 Uo a4,noA puy "upid14331sqo InoA o afimpiw inoA anoy noA ‘uojd yiiiq
1noA anoy noA mouy noA ‘anby noA so buoj s 1ng "abupbyd sbuiyl asnprag
‘upb(d y141q ay1 ym ob upd noA 1oy3 ubaw sAbmyp 3,usaop 3 ing “uojd
Y141q 3y3 s,21aym a1 s,31 ‘upnjd y141q b yum dn 3204 3,uop noA Jj “uoyd yuiq
41341 Yy1im dn sx00.4 Apoqawios I paoadxa s,aoym Jo pury s, “abo pup Aop
s1y3 ut uoyd Y1419 o 3suipbp s| Apoqou ‘supid y141q ay1 puy ‘ssasoid burpw
uois123p ayi Jo 1pd uaaq an,am oY1 |33 am J| *131SD3 IpOW S| 22US1IIAXS
ay3 ‘aaualiadxa ayl yum ‘asoddns | 03 431SP3 31 SAYPW 31 ‘Mou noA

uay ‘Aauinof ayl Jo dais ajbuis A1ana uo paw.ofur aip 3jdoad fi yuiya | ing,,

‘9 dnoug sndo4

upjs 03 ubjs

(Y419 pue unoge| Sulinp) siaAI8a4ed JO 92UdsaId
Jol]34 uled

uononpu|

Yuiq SwoH

UoI1das uealesae)

aif10ads

y141q pup anogo7

Aqoq unoA buipaaf 1snf uana punoio 10/ o

S,242Y31 3YI] ‘Mouy NOA 0S "Paafispaiq pip | ISNDIAG pa1p|os] 33f | 'Paafispalq
2,UpIp 3Ys asNDIaq pawnys 3jaf 3Ys byl Ul dU3LI3AX3 JU4a[fIp b poYy aYS
pup pafispaiq | pup paf 3/110q 431sis Aw ‘moud noA asnpaag “1uoddns buipaaf

3/210q ‘1i0ddns buipaafispaiq ‘mouy noA punoip buiyifiana pup Daj,

‘e dnoug snoo4

139



Paper 5

Chapter 6

.1oy3 01136

pub A3 03 Juawiniisul aya ul bujop ag am pjnoys 1pym ‘spybnoyi ayi s,10ym
‘QuawnJisul ay3 Yyum siya 31n3dod am pinoys mo ‘mouy noA so Abaip.is

ay3 ur snaof abny b ‘ABaip.is 3y ul anssi Biq b S,10Y3 puy uojssiupo

Jo awiiy 1o uonpaIPaw bunnl %0s 10yl fo Agissod pup y10q 4o uoissaidap io
anss| A1aixup up sapun buliaffns aio A3yl asnpaaq uana siaiaffns Aos pinod

| sb pasiuboaa. a4 ybnoyl buiuiod sajpp7 ano fo £ ul T ‘SI0aA £ ul auibowl

| 31 UB3S 2ADY aM Y DAY [DIUBW DBNY D SI YD YIPAY [DIUBW YI,,

‘T dnoJ3 snao4

Yijoay |pjusNg

24341 3,U349M 3gADW 1Y POY 3ADY 01 PaYi| dADY NOA
pInom suoido 1oym uaya puy ‘papuallp noA Jun ayl ul 3|qojIoap Ajjpnido
2JaM su03do 1bym uayl puy Inoqoj Ul $3INSL3W 110fwod Jo swial ul ‘noA o3

pajuasald suondo 1noA aiam Aom 1pym os ‘wym fo uoizsanb ayi s,243y3 oS,

/ dnoug snoo4

Aapinoid 3102 inoA
Y2Im diysuoipjai b anby noA asnpaag ‘1by1 yim aulf 34,noA uayi abinap
01 suaddpy buiyiawos uaym mouy noA uayy ‘buojp Abm ay3 j|p pauwlioful

uaaq an,noA [3af noA Jfi asnblag 10yl Yum sawod uayl asja buiyifiana

140



Paper 5

Chapter 6

ay31 Jo suo1Ip1adxa S,uaWom 03 spipbai yim pasnpoid Apnis J1ay31
poy 15am yinos ‘Yinos ayi Aj3uaday ‘buidnoub 21uou0230120s 3yl asoddns

1 Jo ajoym ayz wo.f yopqpaaf ainidpo o1 buiob ai,am moy mouy 01 3yl p,l,

T dnou8 snoo4

uolsn|oul 4oy seale SulydiesanQ
suoido 1xa3 uadpo
jJusWanealag

AaAIns Jo 1noAe| pue uollesIsiuIWpY

pup uonpsiupbio
Aanins aoualiadxy
Aua3a100

[puonDN

A131xup [p1DUISOd 2ADY 0 AJ3XI] dJ0W

34b U0Issaidap pub A131xup [DIBUIUD ‘AjIDIDUIUD 31 dADY oYM 3jdoad ay3
1DY3 mouy am 3sinod Jo uayi pup ybnouyy jjof 1oy1 3jdoad ayi a4, Aay1 ‘dwil
1541f ay1 40f Aoupubaid ui sipaddp 31 woym Jof ajdoad 1ng JuawWiILaI3 Yyipay
|plUaW UIDIUIDW 0] pU3l op 3jdoad asoys ‘1sibojoyaAsd Jo 1sidpiayroyoAsd

D 40 1514101Y2Asd D Jo JuaWIPaL] aY3 Japun Appaljp a1am A3yl uaym sanss|
24anas poy sdpyiad anoy oym ajdoad uaamiaq asuaiaffip ayl osip pun mouy
noA *snojnaipid si yaiym ‘aapp anp 41ay1 4a3fo jof syuawiuioddo uanib 106
uawom uazfo asnpaag ‘aiam sypuawiuioddo J1aya Ajawiiy moy mouy 01 axi p,|
‘dn pamojjof asoyi asam ‘sanssi poy Aayi pios Aayi f1 ‘Ajaninsod Aaya fi ‘uaaq

anpy pnoys Aaya ‘usin buryooq J1ayi ui Ajpipuaiup payso 12b Aayi piqa,,

‘G dnou8 snao4

AIN3Y2IYM 3sinu ‘SaNIMpPIW Y3|pay [DIUW D
anpy o3 buiob si [pidsoy Anuiai1pw Yopa 1oy AB310JIs 3y ur mou ysnd abny
D Yons s,243Y "SUOIISanb asoyl YSo 3,Uop dIM Y1 b3y [DIUIW PUNOID SINSS]

abny s,243y1 Ya1ym yiypay [piuaw buissnasip aq pjnoys am yuiyl | A|jp12ads3,,

‘7 dnou8 snoo4

141



Paper 5

Chapter 6

painidpa buiaq A3y 240 05 1N0 Pajjod SI SIY1 Y1 3wl 3yl Aq pajuawajdwi
aq 01 Ajax1] A1ybiy 3. j1apA “autod 1oyl 10 pajuawajdwy aq agAbw
$321n43s Aoupubaid Jo uonpuiwial AIsnoIAgo 1o pajjod s13b siyl yaiym fo

Buiwil ay3 ‘os|o si yulyl | *ssoj 03 3 31pjaJ 01 3snf ) Jo 1od Jay10 3yl yuIyl |,

‘€ dnoJg snoo4

Saxoq

3013 S0 31 JUDM 3SN[ 3,UOP 3/ "} Ul 133 93.1f paau Ajuipiiad p,noA yuiyl |,

{4/ dnoug snoo4

A11U3231 Y141q 9ADB OYM SUOIWIOS SO ‘AUO S| 2IU3IIAX3 AYUIIDW

anoA 1nq sn puoAaq s,10y ] "1analpym buinby ‘s,d0L Buinby aip oym
‘D3LIIDISIW OYM USUIOM JOf 3q 1 [[IM S UOISIIaP ayl Jay1aym pup Adupubaid
AnoA s,31 “Auiaipw anoA aq pjnom aw 03 1Y *32uatiadxa A3 ulaiow

D s,3) “Aoupbubaid ay3 Jof 3402 unoA s3] ‘Aaupubaid b s| Aoupubaid b yulyl |,

‘7 dnou8 snoo4

Lbunipads ysybu3z-uou puy - uawiom

Jo 1u0y02 4abunoA p pup buidnoub 31wWouU0I30120s Jamo| agAbw “fo agAbw
24D 1DY] S32U31I3AX3 S,UdWIOM 24n3dDI IM OP MOY OS “SQF 01 SOE 413Y3 wo.f
uawom ‘dno.ub abp ainipw aiow 3yl WoLf auipd 31 pub UaWIOM [puoIssafold

Y1 wo.f awnd 3a0qpaaf ayl pup dnoub ayl uiym adinias AJuiayow

SN1e1S JJWOU0JI30I0S —
219 93eAd -lwas ‘@1eAld Dlgnd  —
sapueudaid snonald  —
siaiJeq agenduel  —
solweuAp Ajlwe4  —
STRIIVIVRE R
Angesia -
d|qe|leAe SOIHUBWY  —
28y -
solydesSowaq
uondaosuodald
ST[REEE
$92IAJIDS Aludalew Joy suollsadsns aunind
uonejuawa|dwi AsAins jo Surwi]

Adueu3aud jo uoneuiwia]

sa1ydpibowap

142



Paper 5

Chapter 6

24D noA 4a1fb uana 1nq awayss ONINOAJ b fo 11pd aq 01 aipuniiof
SDM | "awWayas oujwop ayl o 34od 3p noA ssajun [01JU3SS3a abIDYISIP

uo sipaddpsip uawom Jof 1ioddns ***** |DIJUISSI SI 402 [DILU-1SOd MYUIY] [,

7 dnoud snoo4

|eydsoy wouy 984eydsiq
uolleanpa adieyasig
3ulyaligaq

Alunwwod ay3 ul aued |ereulsod Jo Alljiqe|ieAy

a1f193ds [pipUISO4

L, UOIIDWIOJUI 2ILUOUOIIOII0S PA3U NOA “punobyIng

21UY13 paau NoA “abp paau noA ubawi | 3yl ‘op NoA ‘sa1ydpibouwiap os Da4,,

!/ dnoud snoo4

Luondasuodaid
mouy noA 1noqp ‘qupubaid 106 Aoy} a10faq poy A3y uoirpwiioful
yonw moy 1noqp ‘1ou 4o pauupjd som Asupbubaid ayl Jayiaym 1nogo

A|qissod uoiasanb b aq pjnoys a4ayi ‘“Aanins ayi fo asodind ay3 asoddns |,

!z dnoud snoo4

LU3Y1 syruow 9 v "Yna4 v ‘uado s| mopuim
a3y TD '0sjyulyl | 4abuo] vy 1oyl upyl 4abuoj aq upa 11 J 1nq syauow g 4of
210N 0] JUDM P, U3Y] SYIUOW £ JO $}3aM 9 sn burysp a4,noA Ji ‘mopuim anoA

S,3041 f]  "3q pjnom fo pury syauow g 1sbaj 10 Mouy noA yuiyl | 1yl os,,

‘g dnoud snao4q

JAIID24 20u3aL1adx3 ANuUsa1DW

ay1 fo 1pd aq ||,Aay1 17 ***aq pjnoys A|qbqo.id Aay *[|am SO 10Y1 UIYIIM

143



Paper 5

Chapter 6

,0S|b pain1dbd aq pjnoys saualiadxa
J13Y3 pup 3Joddns |puoiippp buliinbai spaau xajdwod anny sapupubaid
YS1 ybry yum uawopn “sarpupubaad ysii ybiy pub xsii moj yioq 03 buriiafal

‘Painydod sp uawom b fo 33ualiadxa ayi 1oyy Jubiiodwi si i “Aanins ayy uj,

‘€ M3IAIBIUI BUOYd

spaau aJed Ajuisiep
spaau snoigiaJ pue |ednynd
2Jed pasijenplAlpu|

sty

2100

P3421U33 UDWOM

Aqpq 43y yum aq o1 3ioddns ‘spaip ajpnbapnp
uanib ays som mou noA ‘aiayl som Aqoq ayl so buoj so [pldsoy 3yl
ul Ab3s 01 PamojIp ays sbm ‘AGoq ay3 03 sSa220 IADY 3Ys pip ‘Aqog 3yl wolf

paipnipdas s| ubwom ay3l Ji ‘Aouabiawa up som a1ayl fi asoddns | osip puy,,

‘z dnoug snoo4

A21p

pafariqap noA aiam ‘aq pjnoys uoiisanb b yuiyl | oS ‘[pidsoy ayi anna| A3yl
210Jaq wayl sfaliqap pup wayl s3aaw A121043qi1ap ays ‘upnjd o3 buipio320 ob
3,upip 10Y3 A13A1j3p D 40 UOIILNIS AOUIBIIWS UD MOUY NOA 1,UspY 10Y3 1]

PDY OYm 3UOAUD SYSD 133SIS AI3AI3P INO 1DY] DINISS AIIU D IN,dM YSD | UD)),,

!/ dnou8 snoo4

D2
|pipuisod Aja31utfap Abs pinom | os *abipyasip 1oyl 431fo swnw Jof 1ioddns

311111 A13A $,313Y1 puy "1 S,10Y1 SADP UIASS Y] Mmouy NoA 1a1fo pabibydsip

11U 3JB) SAISUIIU| |BIBUOBN

|exdsoy ui Ageq jo aie)

Aqeq 01 ssa20y

Ajereulsod 15e3U00 0} OYM

Ageq pue Jayjow uasmiaq diysuone|ay
Ajgiow [ejeuisod

Ajjereulsod Jaylow Jo yijeaH

144



Paper 5

Chapter 6

Luaifo os Aiana
a/gnoJ} fo 11q 3/331] b o3ul sn 336 AjpaJ 10Y3 SBUIYl 3Y1 34D 3SOYI ISNDIA]

J3W Spaau sno1bljaJ 4o (032 inoA ‘A100xa 13W SPI3U (04NN INOA I3,

{z dnou3 snoo4

42402 13y 01 Yyopoiddp pasijpuosiad b uanlb ubwom ayl sbp,,

‘y M3IAJ9}UI BUOY(

145



Chapter 6: Paper 5

6.6.2.1.1 Delphi round one

Round one of the Delphi study contained 396 items in total. Of these, 388 items were eligible
for rating by participants and an additional eight fixed’ items were also included. ‘Fixed’
items such as ‘What type of birth did you have?’ were presented within the Delphi study but
participants were not asked to rate their importance as the inclusion of such items was
necessary to structure the survey. Given the volume of items included in the first round of
the Delphi study (n=394) and the expected implications that this would have on recruitment
rates due to the time commitment required by participants, a small group of participants
(n=22) representative of each of the key stakeholder groups was recruited to complete round
one. Following analysis of Delphi round one results (95% cut off point), 230 items were
eligible for inclusion in round 2 of the Delphi. Of these, 209 were eligible for rating by
participants in round two, and 21 items were categorised as ‘fixed’ items and therefore not
eligible for rating. These 230 items were reviewed by the NCEP team to ensure the aspects
of care included in the second round would be amenable to care improvement actions, and
edits were made to the item pool as necessary. Based on this review, 121 additional items
were excluded. The analysis of the Delphi round one results, in addition to the NCEP review
therefore reduced the item pool by 72% and resulted in an item pool comprising 109 items
in total for inclusion in the Delphi round two. Of these, 101 items were eligible for rating by
participants in round two and eight were categorised as 'fixed'. Following refinement of the

item pool, participants were recruited widely to complete round two (n=127).

6.6.2.1.2 Delphi round two

Following analysis of the data arising from the rating of items by participants in Delphi round
two (85% cut off point), in addition to collation and editing of the open text responses

received from participants, the item pool comprised 84 items.?

6.6.2.2 Consensus review

An iterative qualitative process with six organisations/ experts resulted in the introduction
of 11 additional items, increasing the item pool by 13%. The final item bank comprised of 95
items, identified and prioritised through a rigorous multi-phase process, was transferred to
the NCEP team ahead of the pilot of the National Maternity Experience Survey. The bank of

95 items are included in appendix 26.
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6.7 Discussion

The use of survey instruments to evaluate health care from the perspective of service users
is essential for the generation of data for healthcare providers, policymakers, funders and
users of health services on the quality of care provided®. Robust, structured methods have
been used to inform the development of a bank of items for inclusion in the self- report
survey instrument to evaluate women’s experiences of the maternity care in Ireland
specifically, namely the National Maternity Experience Survey. The development of the
survey, and its impending nationwide implementation by the NCEP, meet a policy

requirement in Ireland, in line with the Irish National Maternity Strategy®.

Phase one of the two-phase exploratory sequential mixed methods design that was adopted
entailed a systematic review followed by focus groups and one-to-one interviews with key
stakeholders that highlighted the vast amount of aspects of care considered to be of most
important for inclusion within the survey instrument. Fifteen major themes encompassing
70 sub-themes were identified through a hybrid approach to analysis. These themes and the
results of both the systematic review and a gap analysis formed the basis of an initial,
exhaustive, item pool comprising 2,698 individual items. This volume of items highlights the
complexity of maternity care and is a reflection of the various professionals, contexts,
services and time points that it comprises. The initial item pool was refined by the research
team extensively based on a priori criteria resulting in 396 items for inclusion in phase two
of the study (two-round Delphi study and consensus review), the purpose of which was a
further refinement of the item pool in line with key stakeholder priorities.

Based on the results of phase one of the study, round one of the Delphi study contained 396
items. Due to the burden of time completion of a Delphi round comprising this volume of
items would impose on participants, a small group of participant’s representative of the key
stakeholder groups were recruited to complete round one. Following analysis of the round
one prioritisation of results (95% cut off point), in addition to a review by the NCEP team,
the item pool was reduced by 27%. Participants for round two of the Delphi were recruited
widely, and analysis of the results of this round (85% cut off point) resulted in a further
reduction in the volume of the item pool with 84 items considered of most importance to
stakeholders. Further highlighting the complex nature of the development process of a
survey instrument to evaluate women’s experiences of their care, multiple consensus
reviews resulted in an increase of the volume of the item pool resulting from the Delphi study

by 11%. The final bank of items comprised 95 items organised within eight sections spanning
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from the first antenatal appointment attended by women through to the care received up

to three months postpartum.

6.7.1 Future use

Survey instruments evaluating experiences of healthcare from the perspective of service
users, when designed and administered appropriately, provide robust measures of quality?2.
This paper reports the development of a methodologically sound bank of items for use within
the Republic of Ireland specifically, namely the National Maternity Experience Survey.
Following the selection of the final set of items for inclusion within the survey, a validity study
and assessment of the relevant measurement properties of such instruments?® should be
completed to optimise the length of the final survey instrument and to ensure accuracy and

credibility of arising results.

The decision to develop a bank of items for use in the Republic of Ireland specifically was
based on the hypothesis that the context of the Irish maternity services is not comparable
with the maternity services of other countries for which survey instruments are available.
Although no existing instrument in its entirety would be applicable to the Irish context,
various aspects of such instruments informed the Irish instrument. For example, items were
extracted from the instruments included in the systematic review for possible inclusion in
the initial item bank, pending confirmation of the need to include those items based on the
focus group and one to one interviews and the gap analysis. Similarly, although this item
bank has been developed for use within the Republic of Ireland specifically and therefore it
would not be directly transferable for use within an alternative context in its entirety, various
aspects of the item bank may be considered for use within an alternative context, provided

adequate consideration is given to the relevance of each item.

6.7.2 Limitations

Participants in the focus group and one to one interviews, Delphi study and consensus review
phases who did not have a competent level of fluency in English were excluded from
participation. This decision was taken as funding did not permit the recruitment of a
translational service, and therefore, all participants must have had the ability to
communicate and express themselves using English and understand all written and oral
communication, which were in English only. The exclusion of participants that were not
fluent in English excluded the opportunity to gain a valuable insight into aspects of care that

are important to key stakeholders, for example, women who are cared for in a country that
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may be unfamiliar to them and have care provided by staff that may not speak the same

language as them.

6.8 Conclusion

Through the use of an adapted two-phase exploratory sequential mixed methods design, a
bank of 95 items has been identified for use in the National Maternity Experience Survey.
The design of this study has built on what is implemented currently internationally and
incorporated the interests of Irish key stakeholders to ensure that the item bank is specific
to the maternity care services provided within the Republic of Ireland. This bank of items will
now be used as the basis of the National Maternity Experience Survey in Ireland and the final
items chosen, at the discretion of the NCEP, should be psychometrically tested to ensure
credibility of results before the national implementation of the survey instrument within the

Republic of Ireland.
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6.10 Summary of key points

Paper 5 presented an adapted two-phase exploratory sequential mixed method design to
identify and prioritise items for inclusion in the NMES. Phase one identified items for possible
inclusion and developed an exhaustive item pool through a systematic review (as reported
in Paper 4), focus groups and one to one interviews, and a gap analysis. Phase two prioritised
the items for inclusion in the final item bank through a Delphi study and consensus review.
Ethical approval for all relevant aspects of the development process was received from the

National University of Ireland, Galway Research Ethics Committee.

A hybrid approach was adopted to the analysis of data arising from eight in-depth focus
groups and 11 one to one interviews which included 82 participants in total with
representation from each of the key stakeholder groups, i.e. women as service users of the
Irish maternity services, midwives, public health nurses, obstetricians, neonatologists,
anaesthesiologists, General Practitioners, policymakers, and funders. The analysis resulted
in 15 major and 70 sub-themes. Eight of the major themes aligned with the WHO

responsiveness concept domains.

A gap analysis mapping the suite of international items (identified in the systematic review)
against the themes identified in the focus groups and one-to-one interviews and against Irish
policy documents. Subsequently, an exhaustive item pool for inclusion in the prioritisation
phase was developed by combining data identified through the systematic review, focus
groups and one-to-one interviews and gap analysis. In addition to the information presented
in paper 5, at the time of the write up of the initial item pool, the format of the survey
instrument was also determined, i.e. identification of the number of scale points to be used
as response options, use of filter and fixed items, development of descriptions of maternity

care terminology that some service users may not be familiar with.

Twenty-two participants representative of key stakeholder groups completed the Delphi
round one, and a further 127 participants completed the Delphi round two. Round one of
the Delphi study contained 396 items in total. A 95% cut off point resulted in an item pool
comprising 109 items in total for use in round two. Following analysis of the data arising from
the rating of items by participants in Delphi round two (cut off point 85%), in addition to
collation and editing of the open text responses received from participants, the item pool
comprised 84 items. Following the Delphi study, an iterative qualitative process with six

organisations/ experts resulted in an item pool comprising 95 items. The items were grouped
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within eight sections; care during your pregnancy, care during your labour and birth, care in
hospital after the birth of your baby, specialised care for your baby, feeding your baby, care
at home after the birth of your baby, overall care and you and your household. This bank of

items was then used as the basis of the NMES and the final items chosen at the discretion of

the NCEP.
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Chapter 7: Discussion

This chapter presents an outline of the thesis, the key findings from each of the five included
papers and a discussion of the findings in the context of existing literature. To conclude, the
strengths and limitations of the work presented in this thesis are identified, and the

implications for practice and further research are presented.

7.1 Outline of thesis

This thesis outlines the work undertaken to develop a bank of items for inclusion in a survey
instrument to evaluate women’s experiences of their maternity care in the Republic of
Ireland. It comprises five papers, four of which are published in peer-reviewed journals, and
one has been submitted to a peer-reviewed journal. The first paper was developed in light
of challenges that were faced when developing the concept of ‘women’s experiences of their
maternity care’. The paper provided an overview of methodological approaches to concept
development (Chapter 2). The methodologies described in that paper informed the
development of the concept of ‘women’s experiences of the maternity care’ using the
principle-based concept analysis method by Penrod and Hupcey (2005) (Chapter 3). The third
paper presents a protocol for a systematic review of self-report survey instruments to
measure women’s experiences of their maternity care (Chapter 4). Paper three informed a
systematic review of the methodological and psychometric quality of self-report survey
instruments used internationally to measure women's experiences of maternity care (Paper
4, Chapter 5). Finally, paper five (Chapter 6) describes all additional work undertaken in the
development of the item bank, namely, focus group and one to one interviews with key
stakeholders, a gap analysis, development of initial item pool, a two-round Delphi study and

a consensus review.

7.2 Key findings

7.2.1 Concept development in Nursing and Midwifery: An overview of methodological

approaches

Paper one presents a discussion paper that provides an overview of the methodological
considerations of the seminal concept development strategies and methods within nursing
and midwifery (Penrod and Hupcey, 2005, Norris, 1982, Walker and Avant, 2018, Rodgers

and Knafl, 2000). The purpose of this paper was to provide guidance to nurse and midwife
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researchers in their choice of concept development methodology. In addition to providing
this guidance, the paper highlights that there has been relatively little evolvement of the
most commonly used methods of concept development in the nursing and midwifery
domain since their inception. Based on this finding, it was concluded that there is a need for
a review and possible advancement of these methods to facilitate compatibility with the

current concepts within this domain.

7.2.2 Women's experiences of their maternity care: A principle-based concept analysis

The principle-based concept analysis method by Penrod and Hupcey (2005) was used in
paper two to conduct an in-depth analysis of the concept of ‘women’s experiences of their
maternity care’. The key finding was that despite the utility of the concept in the literature
being high, and the recognition of the importance of women’s experiences of their maternity
care, the concept itself is philosophically immature. This immaturity can be attributed to the
lack of a universally accepted definition of the concept. A theoretical definition of the
concept® has been developed based on this analysis and, it now serves as a foundation for
future research, in particular in the development of a definitive agreed definition of the

concept.

7.2.3  Measuring women's experiences of maternity care: protocol for a systematic review

of self-report survey instruments

Paper three identified a priori methods for completing a systematic review of self-report
survey instruments used internationally to measure women’s experiences of their maternity

care.

7.2.4 Measuring women's experiences of maternity care: a systematic review of self-report

survey instruments

Forty papers related to 20 self-report survey instruments measuring women’s experiences
of their maternity care were identified in paper four. Following COSMIN guidance (Prinsen

et al., 2018), the methodological and psychometric quality of each included instrument were

3 “Women’s experiences of their maternity care’ is a complex concept referring to women’s
interpretation of their care encounters within the maternity services. It is subjective in
nature and evolves throughout the course of pregnancy, childbirth and the postpartum
period. It is dependent upon a woman'’s individual needs and expectations, shaped by their
personal circumstances and influenced by how their care is organised and delivered”.
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evaluated. Findings indicate that evidence of the methodological and psychometric quality
of many of the included instruments is poorly reported. The apparent lack of reporting led
to low scores across all aspects of the COSMIN Risk of Bias Checklist and against the COSMIN
recommended criteria for good measurement properties for the majority of instruments.
These low scores, although possibly attributable to harsh critique stemming from adherence
to COSMIN’s strict guidelines, could potentially impact the credibility of the findings of these
instruments. The transparent reporting of the robust methods used to develop survey
instruments evaluating women’s experiences of their maternity care is essential for the
foundation of future research on the use, adaptation, and development of similar

instruments.

7.2.5 Development of a survey instrument to evaluate women’s experiences of their

maternity care

Paper five presents an overview of the use of an adapted two-phase exploratory sequential
mixed methods design to develop a bank of 95 items for use in a survey instrument to
evaluate women’s experiences of their maternity care in the Republic of Ireland. Phase one
consisted of the systematic review presented in paper four, in addition to focus group and
one to one interviews with 82 participants from key stakeholder groups. Following this, a gap
analysis was completed. Fifteen major themes encompassing seventy sub-themes were
identified through a hybrid approach to the analysis of data arising from the focus groups
and one to one interviews. The themes identified in the interviews, in addition to the results
of the systematic review and the gap analysis, directly informed the development of an item
pool of 396 items for inclusion in Phase two. Phase two entailed a two-round Delphi study
and consensus review. Following rating of the 396 items included in round one of the Delphi
study by key stakeholder groups and a review by the NCEP team, the item pool was reduced
to 109 items for inclusion in round two. Analysis of the data arising from round two of the
Delphi study resulted in 84 items going forward for consensus review. Following the
consensus review, the final item bank comprised 95 items organised within the following
eight sections; Care during your pregnancy; Care during your labour and birth; Care in
hospital after the birth of your baby; Specialised care for your baby; Feeding your baby; Care
at home after the birth of your baby; Overall care and You and your household. This item
bank was transferred to the National Care Experience Programme (NCEP) team for use as

the basis of the Irish National Maternity Experience Survey (NMES).
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7.3 Discussion

Conceptual clarity is critical in the development of instruments that evaluate experiences of
care with a view to improving healthcare quality, as it contributes to the understanding of
how healthcare quality is experienced (Holt, 2018). It is widely accepted that maternity care
quality is multifaceted (Raven et al, 2012). The contribution of women, as maternity care
service users, towards the understanding and contextualisation of maternity care quality is
crucial, as apparent from the development process of an evidence-based framework that
describes a system for high quality maternal and new born care (Renfrew et al, 2014). The
views and experiences of women formed the foundation of the development process of this
framework that identifies five interlinked components of quality maternity care; effective
practices, the organisation of care, the philosophy and values of the care providers, and the

characteristics of care providers.

Despite this growing body of work that aims to contextualise and understand maternity care
quality and how it is experienced, and the role that women’s experiences are having in its
development, the concept of ‘women’s experiences of their maternity care’ remains
undefined. Although it is clear that much work has been completed towards a definition of
patient experiences in general (Wolf et al., 2014) the variances in the spectrum of care
provided between general and maternity care mean that ultimately the outcomes of
development work towards the definition of either concept are not transferable. Therefore,
the development of a theoretical definition of the concept, following the guidance of the
principle-based concept analysis method by Penrod and Hupcey (2005), provides a vital
foundation on which future work on the advancement of the concept can be based (Paper

2).

Prior work that is comparable to the analysis of ‘women’s experiences with their maternity
care’ is the evolutionary concept analysis of ‘women’s experiences of labour and birth’
(Larkin et al., 2009). The focus of this work differs though as Larkin et al. (2009) highlight that
the concept was analysed as a multidimensional whole that encompassed both experiences
of the care received during labour and birth and women'’s experience of birth itself. There
were evident similarities with the findings of both analyses, however, most notably with the
analysis of ‘women’s experiences of labour and birth’ identifying the interchangeable use of
experience with satisfaction. This supports the findings of the analysis of ‘women’s

experiences of their maternity care’ which found that, under the logical principle, the
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boundaries between experiences and satisfaction appear blurred, despite the recognition

that there are significant differences in the underlying approaches to the evaluation of each.

The contrast between the underlying approaches of evaluating experiences of, and
satisfaction with, care informed one of the exclusion criteria of the systematic review (Paper
3 and 4) where literature that focused on instruments that measure women’s level of
satisfaction with their care were excluded. Additionally, a significant effort focused on
ensuring that each of the items included within the final item bank for use in the NMES,
excluding the demographics section, are evaluating women’s experience of, and not their

satisfaction with, their maternity care.

The theoretical and methodological limitations of using satisfaction to evaluate quality care
have been reiterated by Beattie et al. (2015) who excluded all studies that focused on the
measurement of satisfaction with care when undertaking a systematic review of instruments
to measure patient experiences of healthcare quality in hospitals. Beattie et al. (2015), who
relied on an earlier version of COSMIN guidance (Mokkink et al., 2010) for the evaluation of
included instruments than that used in this study, acknowledged that in comparison to
similar reviews that had taken place within the decade previous, sufficient psychometric
information related to the included instruments had been reported, therefore enabling
critique. This acknowledgement by Beattie et al. (2015) highlights that, encouragingly, the

reporting of such properties within healthcare is improving over time.

This improvement, however, is not reflected in the findings of paper 4 and although it was
possible for Beattie et al. (2015) to critique each instrument, it was conceded that some
missing data might have led to lower scores for quality being given. These low scores are
comparable with the findings in Paper 4, with the majority of instruments included receiving
low scores across all aspects of the Risk of Bias Checklist and against the criteria for good
measurement properties, as evaluated in line with COSMIN guidance (Prinsen et al., 2018).
These low scores may be attributable to inadequate reporting of all developmental
processes and psychometric testing of the included instruments. They may also be attributed
to being harshly critiqued by adhering to COSMIN’s strict guidance, for example, in relation
to the application of the ‘lowest score counts’ scoring method. This observation of the
scoring method echoes that of Beattie et al., who identified a possibility that the ‘lowest
score counts’ method led to unfair scoring of instruments included in that review. In addition

to the COSMIN checklist, Beattie et al. used an earlier version of the Quality Criteria for
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Measurement Properties (Terwee et al.,, 2007). These criteria were also used in the
evaluation of another review completed by (Nilvér et al., 2017). Although the systematic
review presented in Paper 4 is the first, to my knowledge, of self-report survey instruments
used to measure women'’s experiences of their maternity care, Nilvér et al. (2017) completed
a comparable systematic review to identify and analyse instruments measuring women’s

childbirth experiences.

The purpose of Nilvér et al. (2017) review was not to focus on the quality of the studies
included, rather to identify the psychometric properties of included instruments and apply
the Quality Criteria to support researchers in the use and adaptation of instruments. As the
focus was not upon the quality of included instruments, three instruments were excluded
from the Nilvér et al. (2017) review based on them not reporting psychometric properties.
This is in contrast to the review presented in Paper 4, that included all instruments and
related material that was identified, with each instrument rated based on the information
provided, however minimal. Furthermore, as the focus of the review by Nilvér et al. (2017)
was on instruments that measure childbirth experiences specifically and in doing so the
authors chose, in line with the analysis of the concept by Larkin et al. (2009), to use a broad
definition and include instruments that measure the care received during labour and birth in
addition to women’s experience of birth itself. Therefore, the focus of a large proportion of
the resulting instruments is not congruent with women’s experiences of the care they
received, with, for example, 36% of included instruments focusing on satisfaction with care/
birth/ childbirth. In contrast to the results presented in Paper 4, Nilvér et al. (2017) identified
all 36 included instruments as having a positive rating of content validity. However, many of
the instruments were judged to need further testing of their psychometric properties prior
to use. The purpose of the review was to support researchers in the use and adaptation of
instruments, and as many of the included instruments lacked complete testing, Nilvér et al.
(2017) recommend that rather than the development of new instruments, researchers
should focus on the adaptation and use of existing instruments. Similarly, the systematic
review presented in Paper 4 was completed to serve as a guide for choosing the most
appropriate existing instruments to use or adapt. However, the review was also completed

to inform the development of new instruments, where it is necessary.

Given the growing focus on minimising research waste and based on recommendations
including those from Nilvér et al. (2017), new research, such as the development of new

instruments, should not be undertaken if there is existing evidence that adequately
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addresses the need (Chalmers and Glasziou, 2009). The decision to develop a new instrument
for use in Ireland is based on the hypothesis that the context of the Irish maternity services
is not comparable with the maternity services of any existing survey instrument. It could be
argued that, as per the Japanese adaptation of the American Listening to Mothers
instrument (Kishi et al., 2011), it would have been possible to culturally adapt an existing
instrument for use in Ireland. However, as identified in Paper 2 under the linguistic analysis
of the concept of ‘experiences of care’, culture contributes significantly to the complexity of
this concept and how it is interpreted. The extensive adaptation of an existing instrument
that would have been needed, therefore, would most likely have met or exceeded the
resources used to develop the new instrument, as apparent from the translation and cultural

adaptation undertaken by Kishi et al. (2011).

It is evident, however, that there are commonalities amongst childbearing women
internationally on what matters most to them in the design and provision of maternity care
(Downe et al., 2018). In a review of what matters to women during childbirth, Downe et al.
(2018) identify that women want a positive experience that either meets or exceeds their
existing personal and socio-cultural beliefs and expectations. Given the commonalities
amongst childbearing women, it was decided that although no existing instrument in its
entirety would be applicable to the Irish context, various aspects would be adapted from
existing instruments. For example, items were extracted from the instruments included in
the systematic review for possible inclusion in the initial item bank, pending confirmation of
the need to include those items based on the focus group and one to one interviews and the
gap analysis (Paper 5). Of the item pools to which we had access, five instruments originated
from Europe (Survey Coordination Centre, 2019, Scottish Care Experience Survey
Programme, 2018, Sjetne et al., 2015, Redshaw et al., 2019, Hundley et al., 2002), seven from
Australia and New Zealand (Clark et al., 2016, Prosser et al., 2013, Todd et al., 2016, Yelland
et al., 2012, Buchanan and Magill, 2015, Bureau of Health Information, 2018, Brown et al.,
2002), one from America (Sakala et al., 2018) and one, based on the Listening to Mothers in

America survey, from Japan (Kishi et al., 2011).

While analysing the data arising from the one to one and focus group interviews, we found
that emerging themes aligned broadly with the eight domains of the World Health
Organization (WHO) responsiveness model (Valentine et al., 2003), namely autonomy,
choice, communication, confidentiality, dignity, basic amenities, prompt attention and social

considerations. As identified in Paper 5, the development of the ReproQ survey instrument
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(Scheerhagen et al., 2015) closely followed this model and, given the link between these
eight domains and basic human rights in healthcare (Valentine et al., 2003), it is unsurprising
that these domains are common themes within the majority of the instruments identified in
the systematic review. As a result, based on the findings of the focus group and one to one
interviews and the gap analysis, many of the aspects for inclusion in the Irish instrument
aligned to some degree with various aspects that were included in the international

instruments for which we had retrieved the item pool.

Consent was sought from the owner or developer of each instrument for preliminary
permission to use, or adapt, items that they had developed with the NCEP taking
responsibility for retrieving formal permission to use the final bank of items included in the
survey instrument. Although ultimately, the majority of the items included in the NMES
instrument were adapted from international instruments, no one instrument contributed
extensively. Furthermore, the decision was taken a priori that, in line with the National
Inpatient Experience Survey (National Care Experience Programme, 2020), the NMES would
be a self-report instrument that relies predominantly on closed items with a minimal number
of open text boxes. The formatting of the items within the NMES, for example, the Likert

scale response options, were adapted from existing instruments.

The systematic review identified that the methodological and psychometric quality for many
of the included instruments is lacking. This led to low scores across all aspects of the COSMIN
Risk of Bias Checklist and against the COSMIN recommended criteria for good measurement
properties for the majority of instruments. As scoring is dependent on the availability of
information and the quality of reporting, Terwee et al. (2007) highlight the need for high
quality of reporting to enhance quality ratings. In fulfilment of this need, and to facilitate the
ease of use or adaptation of the bank of items developed for inclusion in the NMES, paper
five was reported in line with the COSMIN Risk of Bias checklist sections ‘general
requirements and concept elicitation’ (Terwee et al., 2018). To enhance the transparency of
reporting further, paper five identified the need for psychometric testing prior to the
implementation of the NMES, highlighting that the development process of the survey
instrument is incomplete up to the point of the reporting of paper five. Additionally, the
content of the 95 items that make up the final item bank has also been reported clearly as

supplementary material in paper five.
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7.3.1 Strengths and weaknesses

The work presented in this thesis has several strengths and limitations. A key strength of the
work presented is the sequential nature of the work carried out. Each piece of work that was
conducted influenced directly, and was necessary, for completion of the next piece of work
to ensure the robust development of the bank of items. Furthermore, large, multi-
stakeholder inclusion in the development of the bank of items has led to included items being
relevant to the interests of all key stakeholders; women as service users of the Irish maternity
services, midwives, public health nurses, obstetricians, neonatologists, anaesthesiologists,
general practitioners, policymakers, and funders. A further strength of this work is the co-
development of the bank of items with policymakers. This collaboration ensured that
reviews took place as work progressed to ensure that included items would be amenable to
quality improvement actions to be taken at policy level in response to results arising from
such items. This ensured that no item, bar demographics, was included that could not
contribute directly to the improvement of quality of care provided to women in the Republic

of Ireland.

This thesis also has several limitations. One of the main limitations of the work is the
exclusion of participants in the focus group and one to one interviews, Delphi study and
consensus review who did not have a competent level of fluency in English. This decision was
taken as funding did not permit the recruitment of a translational service, and therefore, all
participants must have had the ability to communicate and express themselves using English
words and understand all written and oral communication. The exclusion of participants that
were not fluent in English excluded the opportunity to gain a valuable insight into aspects of
care that are important to key stakeholders, for example, women who are cared for in a
country that may be unfamiliar to them and have care provided by staff that may not speak
the same language as them. A further possible limitation is the use of the COSMIN guidance
to evaluate the methodological and psychometric quality of included instruments in the
systematic review (Paper 4). Guidance for completing the systematic review was taken from
COSMIN based on the identification of this being the most relevant framework available for
use following consultation with COSMIN authors. The guidance by COSMIN (Prinsen et al.,
2018) was developed for systematic reviews of patient-reported outcome measures
(PROMSs) and, given the differences between PROMSs and survey instruments that evaluate
experiences of care, the guidance provided was adapted to suit the review. By adhering to

the guidance provided by COSMIN, albeit adapted, it is possible that included instruments
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were critiqued harshly, particularly in relation to the areas of content validity studies and
concept elicitation in which most of the retrieved literature was focused. This may be
attributable to the COSMIN framework not being entirely applicable to the survey

instrument’s being evaluated.

7.3.2 Implications for practice and policy

The work presented in this thesis has direct implications for practice and policy given that
the bank of 95 items developed formed the basis of the NMES that has now been
implemented nationally in the Republic of Ireland. The results arising from this survey will be
used to inform quality improvement actions in relation to the care provided to women within

the Irish maternity services.

7.3.3 Implications for research

Based on the work completed, it is evident that there are opportunities for future research

to be completed to build upon the work presented in this thesis;

1. Itis evident from the literature included in paper 1 (Chapter 2) that since the inception
of the seminal methods of concept development, there has been relatively little
evolvement of these methods. This highlights an opportunity to review and advance the
existing methods of concept development. The advancement of these existing methods
would provide guidance for the robust development of concepts, a vital component in
advancing the knowledge base of nursing and midwifery theory and practice;

2. Paper 2 (Chapter 3) culminates in a theoretical definition of the concept of ‘women’s
experiences of their maternity care’. This theoretical definition serves as a foundation
for future research on the advancement of the concept, and in particular the
development of a universally accepted definition of the concept. The development of a
universally accepted definition of the concept would serve as a means to further
differentiate it from related concepts, such as ‘women’s satisfaction with their maternity
care’, facilitating the effective utility of the concept;

3. The systematic review (Chapter 5) was completed in line with the COSMIN guideline for
systematic reviews of PROMs. Given that there are distinct differences between PROMs
and survey instruments that measure experiences of care, there is an evident gap in the
literature for the development of a framework for use in systematic reviews of
instruments that measure all aspects of experiences of healthcare given the growing

focus on this area of research. The development of a framework specifically for this use
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would minimise the need for researchers to adapt frameworks such as those provided
by COSMIN which would in turn minimise the possibility of harsh critiquing of included
instruments, as identified in Chapter 5;

4. The bank of 95 items developed has been transferred to the NMES. The results arising
from the implementation of the NMES will influence the direction of limited resources
within the Irish maternity services. The items for use in the final survey instrument, as
chosen by the NCEP, therefore require psychometric testing to optimise the length of
the survey instrument and to ensure the credibility of these results. There is possible
opportunity for further research to complete this work via pilot testing of the final
instrument, in addition to the pilot testing of the 95 items included in the final bank, as
a stand-alone survey instrument. Pilot testing would involve online distribution of the
survey instrument to women as service users of the Irish maternity services and
assessment of the psychometric properties, such as those identified by COSMIN in
Chapter 5, of arising results. The outcomes of these assessments would allow for
necessary changes to be made to the items included within the survey instrument,

optimising the credibility of results.

7.4 Conclusion

Five papers have been presented in this thesis that report transparently the body of work
completed to develop a bank of items for use as the basis of the Irish NMES, a survey
instrument that has been implemented nationally to evaluate women’s experiences of their
maternity care. The results arising from the survey instrument will inform quality
improvement actions directly within the Irish maternity services. The policy impact of the
development of the bank of items, in addition to the implementation of the survey
nationally, is clear given that it satisfies a policy imperative set out in the Irish National

Maternity Strategy (Department of Health, 2016).
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Paper 3: PRISMA- P checklist.
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Appendix 3

Paper 4: Data screening form.
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1. Does the publication describe the theoretical or empirical development, or tests the psychometrics,
of self- report instruments that measure women'’s experiences of their maternity care?

Yes === go to question 2 NO == reject Maybe

2. Does the publication focus on self- report instruments that measure women’s experiences of their
maternity care from the perspective of women, rather than staff, families or others?

Yes === go to question 3 No == reject Maybe
3. Isthe publication reported/ available in English?
Yes =y 80 to question 4 No == reject Maybe
4. Is the publication primary research?
Yes == go to question 5 No === reject Maybe
5. Does the publication focus on women’s perceptions or views on their maternity care?
Yes == go to question 6 No == reject Maybe

6. Does the publication focus on the measurement of women’s experiences of their entire maternity
care process, rather than one temporal aspect of care specifically, e.g. antenatal care?

Yes oy 80 to question 7 No === reject Maybe

7. Does the publication focus on the measurement of experiences of maternity care as received by
women in general, rather than a focus on participants by specific demographics e.g. teenage
pregnancy?
Yes —y 80 to question 8 No == reject Maybe

8. Is the publication a case report, series, systematic reviews or meta- analysis?

Yes == reject No == go to question9 Maybe

9. Does the publication focus on indirect evidence of measurement properties of an instrument; for
example, if an instrument is being used within a randomised controlled trial or alternative study?

Yes == reject No == go to question 10 Maybe

10. Does the publication focus on instruments that measure women'’s level of satisfaction with their care,
rather than their actual experience of that care?

Yes == reject No == go to question 11 Maybe

11. Does the publication focus on care received from a specific profession, e.g. midwives?
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12.

13.

Yes === reject NO === go to question 12 Maybe

Is the focus of the publication a brief version of a full instrument that has been reported elsewhere;
Yes === reject NO = g0 to question 13 Maybe

Does the publication focus on childbirth experiences that merit specific consideration, for example
stillbirths?

Yes === reject No === retain Maybe
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Appendix 4
Paper 4: Modified COSMIN Risk of Bias checklist.
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Appendix 5

Paper 4: Modified COSMIN recommended criteria for good measurement properties.
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Measurement Rating Criteria
property
Structural validity + Classical Test Theory (CTT)
Confirmatory factor analysis: Comparative Fit Index or Tucker Lewis
Index or comparable measure > 0.95 OR Root Mean Square Error of
Approximation < 0.06 OR Standardised Root Mean Residuals < 0.08
Item Response Theory (IRT)/Rasch
No violation of unidimensionality: Comparative Fit Index or Tucker
Lewis Index or comparable measure > 0.95 OR Root Mean Square Error
of Approximation < 0.06 OR Standardised Root Mean Residuals < 0.08
AND
no violation of local independence: residual correlations among the
items after controlling for the dominant factor < 0.20 OR Q3’s < 0.37
AND
no violation of monotonicity: adequate looking graphs OR item
scalability > 0.30
AND
adequate model fit:
IRT: x2 >0.001
Rasch: infit and outfit mean squares > 0.5 and < 1.5 OR Z-standardized
values >-2 and <2
? CTT: not all information for ‘+’ reported
IRT/Rasch: model fit not reported
- Criteria for ‘+’ not met
Internal + At least low evidence for sufficient structural validity AND Cronbach’s
consistency alpha(s) 2 0.70 for each unidimensional scale or subscale
? Criteria for “At least low evidence for sufficient structural validity” not
met
- At least low evidence for sufficient structural validity AND Cronbach’s
alpha(s) < 0.70 for each unidimensional scale or subscale
Reliability + Interclass Correlation Coefficient (ICC) or weighted Kappa = 0.70
? ICC or weighted Kappa not reported
- ICC or weighted Kappa < 0.70
Measurement + Smallest Detectable Change (SDC) or Limits of Agreement (LoA) <
error Minimal Important Change (MIC)
? MIC not defined
- SDC or LoA > MIC
Cross-cultural + No important differences found between group factors (e.g. age,
validity\measurem language) in multiple group factor analysis OR no important differential
ent invariance item functioning (DIF) for group factors (McFadden’s R < 0.02)
? No multiple group factor analysis OR DIF analysis performed
- Important differences between group factors OR DIF was found
NA Not applicable
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Appendix 6

Paper 4: List of the final item pools of the included survey instruments.
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Instrument/ organisation/ author title

Region/ Country implemented

Care Quality Commission

UK

New Zealand Maternity Services Satisfaction Survey

New Zealand

Scottish Maternity Care Survey

Scotland

New South Wales- Maternity Care Patient Survey

NSW, Australia

Listening to Mothers

California, USA

Clark

Australia

Having a Baby in Queensland

Queensland, Australia

Kuopio Instrument for Mothers

Greece

Pregnancy- and maternity-care patients’ experiences
questionnaire

Norway

Victorian Health Mothers, Healthy Families survey

Victoria, Australia

Maternity Care in New South Wales

NSW, Australia

National Perinatal Epidimiology Unit

UK
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Appendix 7
Paper 5: Ethical approval letter from NUI Galway Research Ethics Committee to hold

focus groups and one to one interviews
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Leas-Uachtaran Vice President

0 OE Gaillimh um Thaighde for Research
31 NUI Galway

02 August 2018
Ref: 18-Jun-01

Claire Beecher
School of Nursing & Midwifery
NUI Galway

Dear Claire,

Re: ‘The development and validation of a survey instrument to evaluate women’s experiences of
their maternity care in Ireland’

| write to you regarding the above proposal which was submitted for ethical review. Having
reviewed your response to my letter of provisional approval, | am pleased to inform you that your
proposal has been granted APPROVAL.

All NUI Galway Research Ethic Committee approval is given subject to the Principal Investigator
submitting annual and final statements of compliance. The first statement is due on or before 19

July 2019.

When the decision was taken | was chairing the meeting and the following members were also
present:

Dr Maura Dowling Dr Cormac Forkan Dr Martina Kelly

Ms Marcella Kelly Mr Patrick Towers Dr Stacey Scriver

See annual and final statement of compliance forms below. Section 7 of the REC’s Standard
Operating Procedures gives further details, and also outlines other instances where you are required
to report to the REC.

Yours sincerely
Fi)

Kevin Davison

Chair, Research Ethics Committee

OE Gaillimh, NUI Galway, T +353 91495 312
Bothar na hOllscoile, University Road, F+353 91 494 591
Gaillimh, Eire Galway, Ireland www.nuigalway.ie/research/vp_research
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Appendix 8
Paper 5: Ethical approval amendment letter from NUI Galway Research Ethics Committee

to hold focus groups and one to one interviews at an additional site.
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Leas-Uachtaran Vice President

0 OE Gaillimh um Thaighde for Research
31 NUI Galway

02 August 2018
Ref: 18-Jun-01; Amend 1808

Claire Beecher
School of Nursing & Midwifery
NUI Galway

Dear Claire,

Re: ‘The development and validation of a survey instrument to evaluate women’s experiences of
their maternity care in Ireland’

| write to you regarding amendment to above proposal. | am pleased to inform you that your
amendment, namely

e collecting data from stakeholders in an additional location ( Cork)
has been APPROVED.
All NUI Galway Research Ethic Committee approval is given subject to the Principal Investigator

submitting annual and final statements of compliance. The first statement is due on or before 01
August 2019.

See annual and final statement of compliance forms below. Section 7 of the REC’s Standard
Operating Procedures gives further details, and also outlines other instances where you are required
to report to the REC.

Yours sincerely

Kevin Davison

Chair, Research Ethics Committee

OE Gaillimh, NUI Galway, T +353 91495 312
Bothar na hOllscoile, University Road, F+353 91 494 591
Gaillimh, Eire Galway, Ireland www.nuigalway.ie/research/vp_research

221



Appendices

Appendix 9
Paper 5: Ethical approval letter from NUI Galway Research Ethics Committee to conduct

Delphi study and consensus reviews.
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Leas-Uachtarin Vice President

| OE Gaillimh um Thaighde for Research
g NUI Galway

02 January 2019
Ref: 18-Dec-01

Claire Beecher
School of Nursing and Midwifery
NUI Galway

Dear Claire,

Re: ‘The development and validation of a survey instrument to evaluate women’s experiences of
their maternity care in Ireland.”

| write to you regarding the above proposal which was submitted for ethical review. | am pleased to
inform you that your proposal has been granted APPROVAL.

All NUI Galway Research Ethic Committee approval is given subject to the Principal Investigator
submitting annual and final statements of compliance. The first statement is due on or before 02

January 2020.
When the decision was taken | was chairing the meeting and the following members were also
present:

Dr Linda Biesty Dr Brian Hallahan Dr Victoria Hogan

Dr Martina Kelly Dr Veronica McCauley Dr Stacey Scriver

Mr Patrick Towers

See annual and final statement of compliance forms below. Section 7 of the REC’s Standard
Operating Procedures gives further details, and also outlines other instances where you are required
to report to the REC.

Yours sincerely
)

Kevin Davison

Chair, Research Ethics Committee

OE Gaillimh, NUI Galway, T+353 91495312
Bothar na hOllscoile, University Road, F+353 91494 591
Gaillimh, Eire Galway, Ireland www.nuigalway.ie/research/vp_research
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Appendix 10
Paper 5: Ethical approval amendment letter from NUI Galway Research Ethics Committee
use snowball sampling as an additional method of recruitment for the Delphi study and

consensus reviews.
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. Leas-Uachtaran Vice President
| OE Gaillimh um Thaighde for Research
31 NUI Galway
10 April 2019

Ref: 18-Dec-01; Amend 1903

Claire Beecher
School of Nursing and Midwifery
NUI Galway

Dear Claire,
Re: The development and validation of a survey instrument to evaluate women’s
experiences of their maternity care in Ireland’

| write to you regarding your proposed amendment to above project. Having considered your
changes, which are outlined below, | am pleased to inform you that the amendment has been
APPROVED:

e The inclusion of snowball sampling as a recruitment method for each of the three phases
remaining in the project (Delphi study and review by experts, cognitive interviews and pilot of
the survey instrument).

All NUI Galway Research Ethic Committee approval is given subject to the Principal Investigator
submitting annual and final statements of compliance. The first statement is due on or before 9 April
2020.

See annual and final statement of compliance forms below. Section 7 of the REC’s Standard
Operating Procedures gives further details, and also outlines other instances where you are required
to report to the REC.

Yours sincerely

Kevin Davison

Chair, Research Ethics Committee

OE Gaillimh, NUI Galway, T +353 91495 312
Bothar na hOllscoile, University Road, F+353 91 494 591
Gaillimh, Eire Galway, Ireland www.nuigalway.ie/research/vp_research
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Appendix 11

Paper 5: Recruitment material for the focus groups and one to one interviews.
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=

f NUI Galway
= OE Gaillimh

Dear XXXX

The National Patient Experience (NPE) Survey Programme is a partnership between the Health
Information and Quality Authority (HIQA), the Health Service Executive (HSE) and the
Department of Health. The partnership has developed and managed the implementation of the
largest national healthcare survey capturing the experience of people that use public acute care
in Ireland. The partnership is now extending to capture the experience of women in Irelands
maternity care.

The NPE Survey Programme is working with the National University of Ireland, Galway to develop
a survey instrument to capture the experience of women in Ireland’s maternity sector. Given your
extensive experience of maternity care in Ireland, we would like to invite you to attend a Focus
Group to inform the development of same.

As part of the development of the survey, several focus group interviews will take place with key
stakeholder groups. These stakeholder groups include women as service users of the Irish
maternity services, midwives, obstetricians, neonatologists, General Practitioners, policy makers
and funders. The purpose of the focus groups is to gain an insight into what outcomes each of
these groups considers of most importance for inclusion in the final survey instrument. Each
stakeholder group has been chosen based on their key role in the use and provision of the Irish
maternity services. We are contacting you to invite you to participate in a focus group interview
on this topic.

A copy of the Participant Information Sheet for this study is attached. This Participant
Information Sheet explains in detail the aim and purpose of the study, what participating in this
study would involve for you, the voluntary nature of the study and your right to withdraw at
any time. If you are available and interested in participating, we would appreciate it
if you could contact Trudi Mason on 01-814-7650 or tmason@hiqa.ie.

The focus group interview that you are invited to participate in is scheduled to take place in the
HIQA offices at George's Court, George's Lane, Smithfield, Dublin 7 on Wednesday, November
7t at 10:30am.

Please could you confirm or decline participation in this focus group by 5pm on Friday October
19,

T e
% lcrmaton

¥ o - i (€, An Roian Stsinte
Nthorny Heath Servace Ecane ) APWATVENT OF A
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This study has received approval from the National University of Ireland, Galway Research
Ethics Committee.

The principal researcher developing the maternity survey is Claire Beecher who is a registered
midwife currently undertaking a PhD in the National University of Ireland, Galway funded by the
HSE Programme for Health Service Improvement. Claire is being supervised by Professor Declan
Devane of the National University of Ireland, Galway and co-supervised by Professor Richard
Greene of Cork University Maternity Hospital.

Please do not hesitate to contact me if you require any further information on this study.
Kindest Regards,
M. Rachel Flynn

Director of Health Information and Standards

Health Information and Quality Authority

Cc: Claire Beecher, Midwife and PhD Fellow, NUI Galway

Prof. Declan Devane, Professor of Midwifery, NUI Galway

G ) An Roinn Sisinte
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Appendix 12

Paper 5: Full breakdown of all focus group and one to one interview participants.
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- 5xGeneral Practitioner;

— 6 x public health nurses;

— 1xpave point representative;

— 3 xanaesthetist;

— 14 x midwife;

— 2 x Feileacain representative;

— 3 x HIQA senior staff;

— 1 x NPEC staff member;

— 3 xAIMS ireland representative;

— 1xLeLeche League representative;

— 1 xstatistician;

— 5 xobstetrician;

— 1 x hospital manager;

— 4 xdirector of Midwifery;

— 4 x Cuidiu representative;

— Bxservice user;

— 1 x Maternity Service Policy Unit staff member;
— 1xpatient liaison manager;

— 3 x Department of Health staff member;

— 1 xmaternity hospital quality manager;

— 1 x National women’s council representative;
— 2 xlactation consultant;

— 2 x Assistant Director of Midwifery;

— 1 xstate claims agency staff member;

— 1 x Nursing and Midwifery Board of ireland staff member;
— 1xSage Advocacy representative;

— 1xCairde representative;

— 1 staff member Office of the Ombudsman;

— 2 x maternity quality and safety department staff member;
— 1 xphysiotherapist;

— 1 x Department of Children and youth affairs representative.
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Appendix 13
Paper 5: Focus groups and one to one interviews Participant Information Sheet for

participants from women representative groups nationwide.
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Study information for women representative groups nationwide for upcoming

Focus Group Interviews

You are invited to take part in a research study;

You are invited to take part in a focus group interview as part of a research study. Before you decide
if you would like to take part, it is important to understand why this research is being done and what
it would involve for you. This Participant Information Sheet will explain the aim and purpose of the
research, what taking part will involve, the voluntary nature of the study and the right to withdraw
at any time. Please take the time to read this information carefully and feel free to contact the
National Patient Experience Survey (NPES)/ research team if you have any questions. Contact details
are included towards the end of this Participant Information Sheet.

Title of study;

The development and validation of a survey instrument to evaluate women’s experiences of their
maternity care in Ireland.

Aim and purpose of this research;

The overall aim of this research study is to develop a survey instrument to evaluate women’s
experiences of their maternity care in Ireland. The survey instrument will be used nationally as the
maternity version of the National Patient Experience Survey (NPES). The NPES is a collaboration
between the Health Information and Quality Authority (HIQA), Health Service Executive (HSE) and
the Department of Health launched in 2017 to measure patients’ experiences annually across the
public acute healthcare services. This research is important as the purpose of implementing this
survey instrument is to identify areas for improvement within maternity care in Ireland to facilitate
the provision of safe, effective, high quality care.

The focus group interviews that you are being asked to participate in will inform the development of
this instrument as we are looking to recruit women, as service users of the Irish maternity services,
who are willing to discuss the aspects of care that they consider to be of most importance for
inclusion within this survey instrument. We will also be asking other key stakeholder groups to
participate such as midwives, obstetricians, neonatologists, General Practitioners, policy makers and
funders.

How do | know if | am eligible?

You are eligible to take part in this focus group interview if you are over 18 years of age and are
currently receiving care within the Irish maternity services, or if you are over 18 years of age and
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have received care within the Irish maternity services over the past 12 months. Due to the
unavailability of translational services, you must also have a competent level of fluency in English to
take part in the study.

What does taking part involve?

Participation will involve taking part in one focus group interview with up to 6 other participants
from key stakeholder groups such as other service users of the Irish maternity services, midwives,
obstetricians, neonatologists, General Practitioners, policy makers and funders. A focus group
interview is a group discussion that focuses on a particular topic. In this case, the topic of discussion
will be the aspects of care that are considered by women to be of most importance for inclusion
within the survey instrument being developed. The discussion will be facilitated by a researcher and
by one- two members of the NPES team and will last approximately one hour. The interview will be
audio reordered and then analysed at a later date. This study does not involve any access to medical
records. If you wish to participate in the research study by taking part in a one to one interview with
a researcher, rather than a focus group interview, please contact the NPES/research team to
confirm. Contact details are included towards the end of this Participant Information Sheet.

Where and when will the focus group interview take place?

The focus group interview that you are invited to participate in is scheduled to take place in the
HIQA offices at George's Court, George's Lane, Smithfield, Dublin 7 on the XXXX at XXXXX.

Are there any benefits or risks to me taking part?

Your participation will benefit you and other stakeholders as the views and opinions that you
provide within the focus group interview will be used to inform the development of a survey
instrument that will be used to identify areas for improvement within maternity care in Ireland and
facilitate the provision of safe, effective, high quality care. No physical risks are associated with
participating in this study. There is always a chance that talking about certain topics may upset you.
If this occurs, you will be asked if you would like to take a break and have the audio recording
paused. The NPES/ research team will respect the decision of all participants to walk away from the
focus group interviews at any time.

Voluntary participation

Participation is entirely voluntary, and you have the right to withdraw from the study at any time. If
you decide not to participate in this study, or if you withdraw, there will be no negative
consequences, and you will not be expected to give any reason for your decision. If you decide not
to participate, or to withdraw from the study, your care will not be affected in any way. If you do
decide to withdraw from the study at any time, | would ask that you send an email declaring
withdrawal to the NPES/research team. Contact details are included towards the end of this
Participant Information Sheet.

Confidentiality

Your identity will remain confidential. All data will be coded, meaning that your name will not be
published, and it will not be disclosed to anyone outside the focus group. Audio data from the focus
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group interviews will be transcribed by an outside experienced research transcription service. The
function of a transcription service is to write out everything that has been audio recorded within the
interview. The transcriber for this study will have signed a confidentiality and non- disclosure
agreement document for the study and they will only receive audio recording with non-identifying
details. All data retrieved from the focus group interview will be securely stored in the National
University of Ireland, Galway under the stewardship of the research team and destroyed after a
period of 5 years as in accordance with the National University of Ireland, Galway Data Retention
Policy.

If any participant should disclose information during the research study regarding unacceptable work
practices or issues of risk, the researcher is obliged to report this information to the appropriate
management/ authority. In such cases, confidentiality may be broken.

What will happen to the findings of this study?

As stated previously, the findings of the focus group interviews inform the development of a survey
instrument that will evaluate women’s experiences of their maternity care in Ireland. Prior to
completion of the survey development, the findings of the focus group interviews may also be
submitted to peer reviewed research journals for publication.

Compensation

This study is covered by standard institutional indemnity insurance. Nothing in this document
restricts or curtails your rights.

Funding

This study has been funded through the Programme for Health Service Improvement, as part of the
Health Service Executive.

Travel costs

If you are travelling from outside Dublin to the focus group interview, your travel costs will be
reimbursed by HIQA, based on Public Sector Policy allowances.

Has this study received ethical approval?

Yes, this study has received approval from the following research ethics committee;

National University of Ireland, Galway Research Ethics Committee
Research Office

Room 212

Research and Innovation Centre

NUI Galway

Tel: 353 91495312

Is there someone available to answer any questions that | may have about taking part?

Yes. You can get more information about the study, your participation in the study and your rights
by contacting the NPES/research team. Contact details are as follows;
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National Patient Experience Survey team, Health Information and Quality Authority
Claire Beecher, Midwife and PhD Fellow, NUI Galway

Prof. Declan Devane, Professor of Midwifery, NUI Galway

If you would like to take part in this focus group please contact Freephone number-1800 314 093 or
email info@patientexperience.ie to discuss your participation in the focus group interview and ask
any questions you may have. To ensure that you have had sufficient time to consider your
involvement in this study, recruitment will cease 48 hours prior to the scheduled date of the focus
group interview. Please be aware that if there is an over demand for participants in these focus
group interviews, a random sample of women wishing to participate will be selected.

Thank you for taking the time to read the information within this participant information sheet. We

hope you will consider taking part.
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Appendix 14
Paper 5: Focus groups and one to one interviews Participant Information Sheet for

participants from all other stakeholder groups.
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Study information for HIQA maternity standards advisory group for upcoming

Focus Group Interviews

You are invited to take part in a research study;

You are invited to take part in a focus group interview as part of a research study. Before you decide
if you would like to take part, it is important to understand why this research is being done and what
it would involve for you. This Participant Information Sheet will explain the aim and purpose of the
research, what taking part will involve, the voluntary nature of the study and the right to withdraw
at any time. Please take the time to read this information carefully and feel free to contact the
National Patient Experience Survey (NPES)/ research team if you have any questions. Contact details
are included towards the end of this Participant Information Sheet.

Title of study;

The development and validation of a survey instrument to evaluate women’s experiences of their
maternity care in Ireland.

Aim and purpose of this research;

The overall aim of this research study is to develop a survey instrument to evaluate women’s
experiences of their maternity care in Ireland. The survey instrument will be used nationally as the
maternity version of the National Patient Experience Survey (NPES). The NPES is a collaboration
between the Health Information and Quality Authority (HIQA), Health Service Executive (HSE) and
the Department of Health launched in 2017 to measure patients’ experiences annually across the
public acute healthcare services. This research is important as the purpose of implementing this
survey instrument is to identify areas for improvement within maternity care in Ireland to facilitate
the provision of safe, effective, high quality care.

The focus group interviews that you are being asked to participate in will inform the development of
this instrument as we are looking to recruit women, as service users of the Irish maternity services,
who are willing to discuss the aspects of care that they consider to be of most importance for
inclusion within this survey instrument. We will also be asking other key stakeholder groups to
participate such as midwives, obstetricians, neonatologists, General Practitioners, policy makers and
funders.

How do | know if | am eligible?

You are eligible to take part in this focus group interview if you are over 18 years of age and are a
member of the HIQA maternity standards advisory group representing one of the following
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stakeholder groups; service user of the Irish maternity services, midwives, obstetricians,
neonatologists, General Practitioners, policy makers and funders. Due to the unavailability of
translational services, you must also have a competent level of fluency in English to take part in the
study.

What does taking part involve?

Participation will involve taking part in one focus group interview with up to 6 other participants
from key stakeholder groups such as service users of the Irish maternity services, midwives,
obstetricians, neonatologists, General Practitioners, policy makers and funders. A focus group
interview is a group discussion that focuses on a particular topic. In this case, the topic of discussion
will be the aspects of care that are considered by women to be of most importance for inclusion
within the survey instrument being developed. The discussion will be facilitated by a researcher and
by one-two members of the NPES team and will last approximately one hour. The interview will be
audio reordered and then analysed at a later date. This study does not involve any access to medical
records. If you wish to participate in the research study by taking part in a one to one interview with
a researcher, rather than a focus group interview, please contact the NPES/research team to
confirm. Contact details are included towards the end of this Participant Information Sheet.

Where and when will the focus group interview take place?

The focus group interview that you are invited to participate in is scheduled to take place in the
HIQA offices at George's Court, George's Lane, Smithfield, Dublin 7 on the XXXX at XXXXX.

Are there any benefits or risks to me taking part?

Your participation will benefit you and other stakeholders as the views and opinions that you
provide within the focus group interview will be used to inform the development of a survey
instrument that will be used to identify areas for improvement within maternity care in Ireland and
facilitate the provision of safe, effective, high quality care. No physical risks are associated with
participating in this study. There is always a chance that talking about certain topics may upset you.
If this occurs, you will be asked if you would like to take a break and have the audio recording
paused. The NPES/research team will respect the decision of all participants to walk away from the
focus group interviews at any time.

Voluntary participation

Participation is entirely voluntary, and you have the right to withdraw from the study at any time. If
you decide not to participate in this study, or if you withdraw, there will be no negative
consequences, and you will not be expected to give any reason for your decision. If you are a service
user of the Irish maternity services and decide not to participate, or to withdraw from the study,
your care will not be affected in any way. If you do decide to withdraw from the study at any time, |
would ask that you send an email declaring withdrawal to the NPES/research team. Contact details
are included towards the end of this Participant Information Sheet.

Confidentiality
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Your identity will remain confidential. All data will be coded, meaning that your name will not be
published, and it will not be disclosed to anyone outside the focus group. Audio data from the focus
group interviews will be transcribed by an outside experienced research transcription service. The
function of a transcription service is to write out everything that has been audio recorded within the
interview. The transcriber for this study will have signed a confidentiality and non- disclosure
agreement document for the study and they will only receive audio recording with non-identifying
details. All data retrieved from the focus group interview will be securely stored in the National
University of Ireland, Galway under the stewardship of the research team and destroyed after a
period of 5 years as in accordance with the National University of Ireland, Galway Data Retention
Policy.

If any participant should disclose information during the research study regarding unacceptable work
practices or issues of risk, the researcher is obliged to report this information to the appropriate
management/ authority. In such cases, confidentiality may be broken.

What will happen to the findings of this study?

As stated previously, the findings of the focus group interviews inform the development of a survey
instrument that will evaluate women’s experiences of their maternity care in Ireland. Prior to
completion of the survey development, the findings of the focus group interviews may also be
submitted to peer reviewed research journals for publication.

Compensation

This study is covered by standard institutional indemnity insurance. Nothing in this document
restricts or curtails your rights.

Funding

This study has been funded through the Programme for Health Service Improvement, as part of the
Health Service Executive.

Travel costs

If you are a member of the HIQA maternity standards advisory group representing one of the
following stakeholder groups; midwives, obstetricians, neonatologists, General Practitioners, policy
makers or funders, and travelling from outside Dublin for the focus group interview, you are eligible
to claim reimbursement for your travel costs from your host institution. If you are a member of the
HIQA maternity standards advisory group representing service users of the Irish maternity services
and travelling from outside Dublin, you will be reimbursed by HIQA for your travel costs, based on
Public Sector Policy allowances.

Has this study received ethical approval?

Yes, this study has received approval from the following research ethics committee;

National University of Ireland, Galway Research Ethics Committee
Research Office
Room 212
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Research and Innovation Centre
NUI Galway
Tel: 353 91 495312

Is there someone available to answer any questions that | may have about taking part?

Yes. You can get more information about the study, your participation in the study and your rights
by contacting the NPES/research team. Contact details are as follows;

National Patient Experience Survey team
Health Information and Quality Authority
Claire Beecher, Midwife and PhD Fellow, NUI Galway

Prof. Declan Devane, Professor of Midwifery, NUI Galway

If you would like to take part in this focus group please contact Freephone number-1800 314 093 or
email info@patientexperience.ie to discuss your participation in the focus group interview and ask
any questions you may have. To ensure that you have had sufficient time to consider your
involvement in this study, recruitment will cease 48 hours prior to the scheduled date of the focus
group interview. Please be aware that if there is an over demand for participants in these focus
group interviews, a random sample of women wishing to participate will be selected.

Thank you for taking the time to read the information within this participant information sheet. We
hope you will consider taking part.
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Appendix 15

Paper 5: Consent form for participants in the focus groups and one to one interviews.
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Participant Consent form (non- medical research)

Title of study;

The development and validation of a survey instrument to evaluate women’s experiences of their
maternity care in Ireland.

Participant Identification Number: (to be completed by researcher)

<
m
wn

Declaration of the participant- please tick () the relevant box

| have read the participant information sheet for this focus group interview and | understand the
contents.

| have had the opportunity to ask questions and all my questions have been answered to my
satisfaction.

I understand that my participation is voluntary and that | am free to withdraw at any time,
without giving reason and without any negative consequences.

| agree to the focus group interview being recorded.

| agree that the audiotape and transcript of the focus group interview will be securely stored in
the National University of Ireland, Galway, for a period of 5 years after the completion of this
study.

| consent to taking part in the study through the completion of a focus group interview as a
woman who is/ has been a service user of the Irish maternity services within the last 12 months
and is over 18 years of age.

| consent to taking part in the study through the completion of a focus group interview as a
midwife/obstetrician/ neonatologist/ general practitioner/ funder/ policy maker involved in the
provision of maternity care to women in Ireland.

Participant;
Participant name;
Participant signature;
Date;

Researcher / person taking consent;

Name of person taking consent;

Signature of person taking consent;
Date;
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Appendix 16

Paper 5: Interview schedule for the focus groups and one to one interviews.
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Introduction;

Thank participants for their time.

(Establish rapport) My name is XXX and | am XXXXX. The purpose of these focus group interviews
is to inform the development of a survey instrument, to be used nationally, to evaluate women’s
experiences of their maternity care in Ireland. The purpose of implementing this instrument is to
identify areas for improvement within maternity care in Ireland to facilitate the provision of safe,
effective, high quality care.

1 would like to ask you some questions about what you would consider to be the most important
aspects of care for inclusion in this questionnaire.

A number of focus group interviews are being held with various stakeholder groups relevant to
this project. The information you give will help identify the common things these different
groups (women, midwives, obstetricians, neonatologists, GP’s, funders, policy makers etc)
involved in maternity care regard as important in the evaluation of women’s experiences of their
maternity care in Ireland.

(Time line) The interview should take about 60 minutes.

Reassure participants re confidentiality of data and advise that they have the right to withdraw
participation at any time.

Ensure consent form for each participant is signed.

Transition;

Let me begin by asking what aspects of care would you rate as being most important for
inclusion in a survey instrument such as that being developed?

Follow this up with why do you think these aspects of care are so important to include? (If not
already explained by participant).

How would the aspects of care you are suggesting positively or negatively influence a women’s

experience of care?
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— According to a recent review of the literature, the most common aspects of care that are
included in surveys such as the one being developed include (moderator to choose from the

following);

—  You and your baby

—  Care while you were pregnant (antenatal care)

—  Your labour and the birth of your baby

— Care in hospital after the birth (postnatal care)

— Feeding your baby

— Care at home after the birth

—  Overall experience

—  You and your household
Would you agree or disagree that these are the most important aspects of care to be included in
such a survey?

— Isthere anything else, aside from the aspects of care discussed here, that you would like to see
being asked in the survey instrument?

Close;

—  Would you like to make any other comments?

— Thank you again for taking the time to attend these interviews and for your expertise.

— Asyou heard in the presentation earlier, following these focus group interviews a gap analysis
will be completed to map the suite of international questions (identified in the systematic
review) against Ireland’s maternity structure, HIQA regulatory standards and the findings from
these focus group interviews. The purpose of the gap analysis is to identify areas that are not
captured within the international suite of questions. A question pool will then be written up from
which questions will be selected for inclusion in the cognitive interviews and pilot survey. The
pilot of the survey instrument is expected to be completed in November 2019. All publications
and reports related to the development of the survey instrument, including the results of these
focus group interviews, will be available as they are completed on the National Maternity

Experience Survey website. Thank you all for your time.
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Appendix 17

Paper 5: Protocol for interviewees experiencing emotional disruption.
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From my clinical experience as a midwife | have dealt with many women, and their partners, who
have been experiencing emotional disruption. As such, | am confident that if any participant were to
experience emotional disruption during the focus group interviews, | would recognise both visual
and verbal cues of same. In the event of a participant experiencing emotional disruption, the

following procedural protocol will be enacted;

| will ask the participant if they would like to take a break and the audio recorder paused.
If the participant continues to be upset, they will be attended to immediately. They will be
asked if they would like to end their participation in the focus group interview.

If the participant decides that they are able to continue, the focus group/ interview will be
resumed.

If the participant decides to end their participation;

— Inthe case of a focus group interview, they will be escorted to a private area by the
second researcher in the room. The participant will be asked if they would like to
talk about how they are feeling, or if they would prefer someone to be called to
come and spend time with them (partner, neighbour, friend).

— Inthe case of a one to one interview, the audio recording will be stopped, and the
will be asked if they would like to talk about how they are feeling, or if they would
prefer someone to be called to come and spend time with them (partner,
neighbour, friend).

If the participant wishes to talk, they will be listened to attentively and provided with
neutral, confirming statements that validate their emotions/ experiences. If the participant
does not wish to talk, their choice will be respected.

Before leaving, it will be ascertained if the participant would think it acceptable that they are
called by the principal applicant later in the day, or the following day, to ensure that they are
feeling better.

Before leaving, any participant that experienced emotional disruption will be given contact
details for local and national help groups such as voluntary service providers, community
workers and public health representatives, amongst others. The help group information
provided will be appropriate to the nature, and cause, of the emotional disruption that is

experienced.
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Appendix 18

Paper 5: Statement of confidentiality signed by transcriptionist.
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National
Patient

NUI Galway

CExperience ‘ OE Gaillimh
kSur\/ey

i
2" e

Statement of confidentiality for transcriptionist

Title of study;
The development and validation of a survey instrument to evaluate women’s experiences of
their maternity care in Ireland.

Statement of Confidentiality;

1.

Name;

As the transcriptionist to be employed in the above-named study, |, Rosaleen Rogers,
Managing Director, Audiotrans Ltd. agree to maintain full confidentiality of all
research data received in relation to this study;

I will hold in strictest confidence the identity of any individual that may be revealed
during the transcription of the focus group interviews or in any associated
documents;

I will not make copies of any audio-recordings or other research data, unless
specifically requested to do so by the principal researcher;

I will not provide the research data to any third parties without the principal
researcher’s consent;

I will store all study-related data in a safe, secure location as long as they are in my
possession;

Following completion of transcription all data provided or created for purposes of
this study, including any back-up records, will be returned to the research team or

permanently deleted.

Rosaleen Rogers Date: 15/10/18

< Lo
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Appendix 19

Paper 5: Further information on the completion of the gap analysis.
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1

Using a tabular format created specifically for the gap analysis, the gap analysis was completed
using the following steps;

Identification of all aspects of care that must be included within the irish survey as per

the following three documents and the focus group and one to one interview
codebook;

HIQA National Standards for Safer Better Maternity Services;
HIQA ‘Background document to support the development of National Standards for
Safer Better Maternity Services';

National Maternity Strategy (Creating a Better Future Together).

Identification of items currently being utilised internationally;

Gap identification & description;

Comparison of data collated through step one and two to highlight where gaps

exist;

£ach standard within the ‘HIOA National Standards for Safer Better Matemnity
Services’ was mapped against both the thematic areas within the focus group

and one to one interview codebook and relevant items sourced from the
international suite of items;

Themes have been identified related to each aspect of the ‘National Maternity
Strategy (Creating a Better Future Together)' and HIQA ‘Background document to
support the development of National Standards for Safer Better Maternity Services’
documents. These themes have then been mapped against both the thematic areas
within the focus group and one to one interview codebook and relevant items sourced

from the international suite of items.

4. Recommendations made on actions to be taken/ areas that must be induded in the

survey to bridge the evident gaps.
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Appendix 20

Paper 5: Delphi study- examples of rating options in Crowdsignal.
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PAGE 2 OF 10
Antenatal care
Q.9 Were you offered any of the following choices about where to have your baby (tick all that apply)
1. A choice of hospitals
2. A midwife led unit / birth centre
3. A consultant led unit
4. At home
5.Iwas not offered any choices
6.1 had no choices due to medical reasons
7. Don't know / can't remember
Definitely yes Probably yes Maybe yes/maybe no Probably no Definitely no
Q.10 How many babies have you given birth to before this pregnancy?
1. None
2.10r2
3.3 or more
Definitely yes Probably yes Maybe yes/maybe no Probably no Definitely no
Q.11 How do you rate the availability of information on the types of maternity care options in Ireland?
1. Very good
2. Good
3. Fair
4. Poor
Definitely yes Probably yes Maybe yes/maybe no Probably no Definitely no
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Labour and birth

What type of birth did you have?
This is a fixed question and therefore does not require your rating

(If you had twins or more than two babies this time, please fill in this question about the baby who was born first)

1. Avaginal birth (no forceps or ventouse suction cup)

2. An assisted vaginal birth (e.g. with forceps or ventouse suction cup)
3. Aplanned caesarean birth

4. An emergency caesarean birth

Did you have a labour?
This is a fixed question and therefore does not require your rating

1. Yes
2. No

Q.35 If you had written a birth plan or things that were important to you for your labour and birth of your baby, were your

wishes respected?

1. Yes, completely

2. Yes, to some extent

3.No

4. Not applicable to my situation
5. Don’t know / can’t remember

Definitely yes Probably yes Maybe yes/maybe no Probably no Definitely no
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Postnatal care

Q.52 Where did you spend most of the postnatal period while in hospital?

1. Single-bed room in maternity ward
2. Multiple-bed room in maternity ward
3. Don’t know / can’t remember
4.1did not spend time in hospital

Definitely yes Probably yes Maybe yes/maybe no Probably no Definitely no

Q.53 During your stay in hospital after the birth of your baby, did the health care providers caring for you introduce

themselves?

1. Yes, all of my healthcare providers introduced themselves

2. Some of my healthcare providers introduced themselves

3. Very few or none of my healthcare providers introduced themselves
4, Don't know / can’t remember

Definitely yes Probably yes Maybe yes/maybe no Probably no Definitely no

Q.54 After your baby was born, did you have the opportunity to ask questions about your labour and the birth?

1. Yes, always

2. Yes, sometimes

3.No

4.1did not have any questions
5. Don't know / can't remember

Definitely yes Probably yes Maybe yes/maybe no Probably no Definitely no
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Appendix 21

Paper 5: Recruitment material for the Delphi study round 1.
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Dear Sir/Madam,

You are invited to take part in a two-round Delphi study to develop a survey instrument to
evaluate women'’s experiences of their maternity care in Ireland. The survey instrument will
be used nationally, as Ireland’s National Maternity Survey.

You have been selected as one of 28 representative maternity service stakeholders to
participate in Round 1 of the Delphi Study. We would be very grateful if you would consider
giving your time and input to responding, in order to help identify the most important
questions to be included in the National Maternity Survey.

We have selected stakeholders from each maternity service stakeholder group: these groups
include women as service users of Irish maternity services, midwives, public health nurses,
obstetricians, anaesthesiologists, neonatologists, General Practitioners, policy makers and
funders.

Round 1 may take approximately 60-70 minutes of your time to complete. We know this is
valuable time but it is vital that the National Maternity Survey has the right balance of
questions so that the results can drive improvements in our maternity services.

We would really appreciate your input and time, however, if you do not have sufficient time
to respond, I would be grateful if you would advise same by return e-mail, in order that we
may request another representative stakeholder to respond in your place.

The first round is now open and will remain so until Friday week, 31st May 2019.

Please see the attached Participant Information Leaflet for more information and
please click here to access the survey.

Please feel free to contact us if you have any questions or are having problems completing
this Delphi study. Contact details are included below.

We would be very grateful for your participation in the development of the National
Maternity Survey.

Best wishes

Rachel Flynn

Director, National Care Experience Programme

National Care Experience Programme team
E-mail: info@patientexperience.ie
Freephone number-1800 314 093

Dr. Linda Drummond, Project Lead, National Care, Experience Programme, Health
Information and Quality Authority: 021 2409618; |drummond@higa.ie

Claire Beecher, Midwife and PhD Fellow, NUI Galway

Prof. Declan Devane, Professor of Midwifery, NUI Galway
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Appendix 22

Paper 5: Recruitment material for the Delphi study round 2.
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Dear Sir/Madam

You are invited to take part in a Delphi study to develop a survey instrument to evaluate
women'’s experiences of their maternity care in Ireland. The survey instrument will be used
nationally, as Ireland’s National Maternity Experience Survey.

We are looking to recruit women as service users of Irish maternity services, midwives,
public health nurses, obstetricians, anaesthesiologists, neonatologists, General Practitioners,
policy makers and funders who are willing to rate the importance of questions for inclusion
within this survey instrument.

This study may take approximately 20-30 (TBC) minutes of your time to complete. We know
this is valuable time but it is vital that the National Maternity Experience Survey has the right
balance of questions so that the results can drive improvements in our maternity services.

The study is now open and will remain so until Tuesday 16" July 2019.

Please see the attached Participant Information Leaflet for more information and
please click here to access the Delphi study.

Please feel free to contact us if you have any questions or are having problems completing
this Delphi study. Contact details are included below.

We would be very grateful for your participation in the development of the National
Maternity Experience Survey.

Best wishes
Rachel Flynn

Director, National Care Experience Programme
National Care Experience Programme team

E-mail: info@patientexperience.ie
Freephone number-1800 314 093

Dr. Linda Drummond, Project Lead, National Care, Experience Programme, Health
Information and Quality Authority: 021 2409618; [drummond@higa.ie

Claire Beecher, Midwife and PhD Fellow, NUI Galway

Prof. Declan Devane, Professor of Midwifery, NUI Galway
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Appendix 23

Paper 5: Delphi study Participant Information Sheet for all participants.
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Delphi Study — Development of the National Maternity Experience Survey
Participant Information Leaflet

You are invited to take part in a Delphi study as part of a research study to develop a survey
instrument to evaluate women'’s experiences of their maternity care in Ireland. Before you decide if
you would like to take part, it is important to understand why this research is being done and what it
would involve for you.

This Participant Information Leaflet explains the aim of the research, what taking part will involve,
the voluntary nature of taking part and the right to withdraw at any time. Please take the time to
read this information carefully and feel free to contact the National Care Experience Programme
(NCEP) / research team if you have any questions. Contact details are included towards the end of
this Participant Information Leaflet.

Title of study;

The development and validation of a survey instrument to evaluate women’s experiences of their
maternity care in Ireland.

Aim of this research;

The overall aim of this research study is to develop a survey instrument to evaluate women’s
experiences of their maternity care in Ireland. The survey instrument will be used nationally as The
National Maternity Experience Survey by the National Care Experience Programme (NCEP).

The NCEP is a partnership between the Health Information and Quality Authority (HIQA), Health
Service Executive (HSE) and the Department of Health established in 2019 to develop and implement
surveys of Ireland’s health and social care services. The aim of the Programme is to encourage
people to share their experiences of care and to use this information to improve the quality and
safety of these services.

This research is important because the National Maternity Experience Survey will help identify areas
for improvement within maternity care in Ireland to facilitate the provision of safe, effective, high
quality care.

We are looking to recruit women, as service users of the Irish maternity services, midwives, public
health nurses, obstetricians, anaesthesiologists, neonatologists, General Practitioners, policy makers
and funders who are willing to identify questions that are of most importance for inclusion within
this survey instrument.

How do | know if | am eligible?

You are eligible to take part in this Delphi study if you are over 18 years of age and represent one of
the following stakeholder groups; service users of the Irish maternity services during the past 24
months, midwives, public health nurses, obstetricians, anaesthesiologists, neonatologists, General
Practitioners, policy makers and funders.
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What does taking part involve?

We will provide you with a list of possible questions for inclusion in the survey we are developing
and ask you to rate the importance of each question for inclusion on a scale. The questions have
been developed based on a review of questions that are included in similar surveys internationally
and focus group interviews with relevant stakeholder groups in Ireland.

Completing the Delphi study will take approximately 20-30 minutes. This study does not involve any
access to health care records.

Where and when will the Delphi study take place?

The Delphi study is taking place online from Friday 5 July 2019 to Tuesday 16 July 2019.

Are there any benefits or risks to me taking part?

Your participation will benefit you and other stakeholders as the views and opinions that you
provide through the Delphi study will be used to inform the development of a survey instrument
that will be used to identify areas for improvement within maternity care in Ireland and facilitate the
provision of safe, effective, high quality care. No physical risks are associated with participating in
this study. There is always a chance that reflecting on certain topics may upset you. If this occurs,
you may contact a member of the research team. The NCEP/research team will respect the decision
of all participants to walk away from the Delphi study at any time.

Voluntary participation

Participation is entirely voluntary, and you have the right to withdraw from the study at any time. If
you decide not to participate in this study, or if you withdraw, there will be no negative
consequences, and you will not be expected to give any reason for your decision. We do hope that
you will consider completing all questions within the Delphi study but if you do decide to exit the
study early, all questions that you had completed up to that point will be submitted as complete. If
you are a service user of the Irish maternity services and decide not to participate, or to withdraw
from the study, your care will not be affected in any way. If you do decide to withdraw from the
study at any time, | would ask that you send an email declaring withdrawal to the NCEP/research
team. Contact details are included towards the end of this Participant Information Leaflet.

Confidentialit

Your identity will remain confidential. All data will be coded, meaning that your name will not be
published, and it will not be disclosed. All data retrieved from the Delphi study will be securely
stored in the National University of Ireland, Galway under the stewardship of the research team and
destroyed after a period of 5 years as in accordance with the National University of Ireland, Galway
Data Retention Policy.
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If any participant should disclose information during the research study regarding unacceptable work
practices or issues of risk, the researcher is obliged to report this information to the appropriate
management/ authority. In such cases, confidentiality may be broken.

What will happen to the findings of this study?

As stated previously, the findings of the Delphi study inform the development of a survey instrument
that will evaluate women’s experiences of their maternity care in Ireland. Prior to completion of the
survey development, the findings of the Delphi study may also be submitted to peer reviewed
research journals for publication.

Compensation

This study is covered by standard institutional indemnity insurance. Nothing in this document
restricts or curtails your rights.

Funding

This development of this survey instrument has been supported by the Programme for Health
Service Improvement, as part of the Health Service Executive.

Has this study received ethical approval?

Yes, this study has received approval from the following research ethics committee;

National University of Ireland, Galway Research Ethics Committee
Research Office

Room 212

Research and Innovation Centre

NUI Galway

Tel: 35391495312

Is there someone available to answer any questions that | may have about taking part?

Yes. You can get more information about the study, your participation in the study and your rights by
contacting the NCEP/research team. Contact details are as follows;

National Care Experience Programme

E-mail: info@patientexperience.ie
Freephone number-1800 314 093
Dr. Linda Drummond, Project Lead, National Care Experience Programme: 021 2409618;

ldrummond@higa.ie

Claire Beecher, Midwife and PhD Fellow, NUI Galway
Prof. Declan Devane, Professor of Midwifery, NUI Galway

Thank you for taking the time to read the information within this Participant Information Leaflet. We
hope you will consider taking part.
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Paper 5: Delphi study consent page- four consenting questions.
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Q.5 Please confirm that you understand the information provided and what taking part in the study will involve. *

Yes, I understand what taking part will involve

Q.6 Please confirm that you understand that taking part is voluntary and that you are free to withdraw from the study at any

time without giving reason; *

Yes, I understand that participation is voluntary

Q.7 Please confirm that you understand that the data that you provide will be securely stored at the National University of
Ireland Galway for 5 years following the completion of the project and understand that members of the study team will have
access to this data. *

Yes, I understand that the data I provide will be securely stored for 5 years following the completion of the project

Q.8 If you are happy to take part in this study, please tick "I agree" and then "continue" to be taken to first page of the Delphi
study. *

I agree

Continue

PAGE 1 OF 10
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Appendix 25

Paper 5: Focus groups and one to one interviews codebook.
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Appendix 26

Paper 5: Final bank of items for inclusion in the National Maternity Experience Survey.
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Purple text gives explanations of terminology or instructions for participants;
Red text is ‘routing’ items. Based on the participants’ answers to these items they will be
brought to the next item relevant to them, therefore, bypassing irrelevant items.

Section 1- Care during your pregnancy

No.

Question/ & response option

The following section asks about your experience of care during your pregnancy.

Did you give birth to a single baby, twins or more, in your most recent pregnancy?

1. Asingle baby
2. Twins
3. Triplets, quads or more

If you had more than one baby at this time, please complete this survey for the baby who was
born first.

Women can have different types of maternity care. Were you offered any of the following types of
maternity care? Please tick all that apply

1. Consultant-led care (private or semi-private) Semi-private care is only available in
Dublin hospitals

2. Consultant-led care (public care)

Midwifery-led care with birth in a public hospital

Midwifery-led care with birth in a midwifery-led unit - Cavan General and Our Lady

of Lourdes Hospital Drogheda only

Home birth with hospital-based or self-employed community midwives (SECM)

| was not offered any choices

I had no choices due to medical reasons

8. Don’t know or can’t remember

W

N o wv

How do you rate the availability of information on your choices about types of maternity care?

1. Verygood
2. Good

3. Fair

4. Poor

5. Don’t know or can’t remember

What type of maternity care did you choose? Please tick one box only

1. Consultant-led care (private or semi-private) Semi-private only available in Dublin
hospitals

2. Consultant- led care (public care)

Midwifery-led care with birth in a public hospital

Midwifery-led care with birth in a midwifery-led unit — Cavan General and Our

Lady of Lourdes Hospital Drogheda only

5. Home birth with hospital-based or self-employed community midwives (SECM)

»ow

274




Appendices

Thinking about all the care you received during your pregnancy, how much information was given to
you about each of the following:
| did not want
The right| Too R
or need this
enough | amount [ much | | .
information
5 [Physical changes to your body during pregnancy
6 [Mental health changes that may occur
7  |Nutrition and healthy eating during pregnancy
8 [Giving up smoking and other tobacco-related products (e-
cigarettes, vaping devices, and so on)
9 [Impact of alcohol and or drug abuse on you and your baby
10 |pain relief options for labour and birth
11 [Feeding options for your baby
Thinking about all the care you received during your pregnancy, did you feel that ...
Don’t know
Yes, ,
. No| orcan’t
sometimes
remember
12 |..you were listened to?
13 |... you were involved in making decisions about your care?
14 |..your decisions were respected?
15 |... your privacy was respected when you were being examined
or treated?
16 |..you were treated with respect and dignity?
17 |..you had confidence and trust in the staff treating and
caring for you?
18 |... your questions were answered in a way that you could
understand?
19 |.. the benefits and risks of all tests, procedures and
treatments were explained to you in a way you could
understand before you were asked for your consent?
20 |.. you had someone to talk to about worries and fears?
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21 Overall, how would you rate your experience of the care you received during your pregnancy?
Scale of O to 10
Example of lowest and highest score:
0 = “I had a very poor experience of care during my pregnancy.”
10 = “I had a very good experience of care during my pregnancy.”
Choose a score you feel is fair for your experience.
Section 2- Care during your labour and birth
No. Question/ & response option
The following section asks about your experiences of care around the time of your labour and birth
of your baby. ‘Birth” includes babies born vaginally or by caesarean.
22 What type of birth did you have?
1. Avaginal birth (no forceps or ventouse suction cup)
2. An assisted vaginal birth (for example, forceps or ventouse suction cup was used)
3. Aplanned caesarean birth
4. An emergency caesarean birth
Thinking about all the care you received during your labour and birth, did you feel that ...
Don’t know
Yes, Yes, )
k No | orcan’t
always | sometimes
remember
23 |..you were listened to?
24 |...you were involved in making decisions about your care?
25 |.. your decisions were respected?
26 |..your privacy was respected when you were being examined or
treated?
27 |..you were treated with respect and dignity?
28 |..you had confidence and trust in the staff treating and caring
for you?
29 |..your questions were answered in a way that you could
understand?
30 |.. the benefits and risks of all tests, procedures and treatments
were explained to you in a way you could understand before you
\were asked for your consent?
31 |..you had someone to talk to about worries and fears?
32 Did you feel that you had enough help to enable you to cope with your pain during labour and

birth?

Yes, definitely

Yes, to some extent

No — I didn’t get enough help

| did not need or want any help
Not relevant to my situation
Don’t know or can’t remember

Uk WNE
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33

If you had written a birth plan, a list of birth preferences or things that were important to you for
your labour and the birth of your baby, were your wishes respected?

Yes, definitely

Yes, to some extent

No - my wishes were not respected

No, but this was not possible for medical reasons
Not relevant to my situation

6. Don’t know or can’t remember

vk wWNE

34

Did you have the opportunity to hold your baby as soon as you would have liked after birth?

1. Yes
2. No
3. No, but this was not possible for medical reasons

4. Not relevant to my situation
5. Don’t know or can’t remember

35

Did you have skin-to-skin contact (baby naked on your chest or tummy) with your baby shortly after
the birth?

Yes

No

No, but this was not possible for medical reasons
| did not want skin-to-skin contact with my baby
. Don’t know or can’t remember

O N

36

Overall, how would you rate your experience of the care you received during your labour and birth?
Scale of 0 to 10
Example of lowest and highest score:

0 = “I had a very poor experience of care during my labour and birth.”
10 = “I had a very good experience of care during my labour and birth.”
Choose a score you feel is fair for your experience.
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Section 3- Care in hospital after the birth of your baby

No.

Question/ & response option

The following section asks about your experiences of care in hospital after the birth of your baby. If
you had a home birth and did not go to hospital, please continue to the next section of the

questionnaire

37

After your baby was born, did you have the opportunity to ask questions about your labour and the

birth (often called a ‘debriefing’)?

Yes, definitely

Yes, to some extent

No

| did not have any questions
Don’t know or can’t remember

AN SR o

Thinking about all the care you received during your stay in hospital after the birth of your baby,
did you feel that ...

always

Yes,

sometimes

No

Don’t know
orcan’t
remember

38

... you were listened to?

39

... you were involved in making decisions about you and your
baby’s care?

40

... your decisions were respected?

41

... your privacy was respected when you were being examined or
treated?

42

... you were treated with respect and dignity?

43

... you had confidence and trust in the staff treating and caring
for you and your baby?

44

... your questions were answered in a way that you could
understand?

45

... the benefits and risks of all tests, procedures and treatments
for you or your baby were explained to you in a way you could
understand before you were asked for your consent?

46

... you had someone to talk to about worries and fears?
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Thinking about all the care you received before you were discharged from hospital, how much
information was given to you about the following:

I did not
Not | Theright | Too |want or need
enough | amount |much this
information

47

\What to expect with your own physical recovery after the
birth

48

IAny changes you might experience to your mental health
after having your baby

49

How to care for your baby

50

Before you were discharged from hospital, were you told who to contact if you were worried about
your health or your baby’s health after you left hospital?

1. Yes
2. No
3. Don’t know or can’t remember

51

Overall, how would you rate your experience of the care you received in hospital after the birth of
your baby?

Scale of 0 to 10
Example of lowest and highest score:

0 = “I had a very poor experience of care during my stay in hospital after the birth of my baby.”
10 = “I had a very good experience of care during my stay in hospital after the birth of my baby.”
Choose a score you feel is fair for your experience.
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Section 4- Specialised care for your baby

No.

Question/ & response option

After birth, some babies need specialist care — for example, help with breathing — and are
admitted to a neonatal intensive care unit (NICU) or similar unit. The following section asks about
your experiences of care if your baby was admitted to one of these units.

52

Did your baby spend any time being cared for in a neonatal intensive care unit (NICU) or similar
unit?

1. Yes
2. No
3. Don’t know or can’t remember

53

Were you able to stay with your baby as much as you wanted while they were being cared for in
the NICU or similar unit?

1. Yes
2. No
3. No, but there was a reason. Please explain why

54

While your baby was in the NICU or similar unit, were you involved in making decisions about your
baby’s care as much as you would have liked?

Yes, always

Yes, sometimes

No

| did not want or need to be involved
5. Don’t know or can’t remember

PwnNeE

55

While your baby was in the NICU or similar unit, did you receive enough emotional support from
hospital staff?

Yes, always

Yes, sometimes

No

| did not want or need any emotional support
. Don’t know or can’t remember

uhwNRE

56

Overall, how would you rate your experience of the care your baby received in the NICU or similar
unit?

Scale of 0 to 10
Example of lowest and highest score:

0 = “I had a very poor experience of the care my baby received while in the NICU or similar.”

10 = “I had a very good experience of the care my baby received while being cared for in the NICU
or similar.”

Choose a score you feel is fair for your experience.
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Section 5- Feeding your baby

No.

Question/ & response option

The following section asks about your experiences of care in relation to feeding your baby

57

In the first few days after the birth, how was your baby fed? Please tick one box only

1. Breast milk (or expressed breast milk) only
2. Both breast and formula (bottle) milk

3. Formula (bottle) milk only

4. Other, please specify

58

Did your healthcare providers discuss with you the different options for feeding your baby? Please
tick all that apply

Yes, during pregnancy

Yes, during labour or immediately after birth
Yes, after birth while in hospital

Yes, after birth while at home

No

6. Don’t know or can’t remember

ukhwNeE

59

Did you feel that your decisions about how you wanted to feed your baby were respected by your
healthcare providers?

Yes, always

Yes, sometimes

No

4. Don’t know or can’t remember

wnN e

60

During your stay in hospital after the birth of your baby, did your healthcare providers give you
enough support and encouragement with feeding your baby?

1. Yes, definitely

2. Yes, to some extent

3. No

4. Don’t know or can’t remember

61

When you were at home after the birth of your baby, did your healthcare providers give you
enough support and encouragement with feeding your baby?

1. Yes, definitely
2. Yes, to some extent

3. No

4. Don’t know or can’t remember
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Section 6- Care at home after the birth of your baby

No.

Question/ & response option

The following section asks about your experiences of care when you were visited at home or seen

by a health care provider in the community after the birth of your baby.

62

When you were at home after the birth of your baby, did you have the details of a healthcare

professional so that you could contact them if you needed to?

1. Yes
2. No
3. Don’t know or can’t remember

63

When you were at home after the birth of your baby, were you able to get help from healthcare

providers for you and your baby if you needed it?

Yes, always

Yes, sometimes

No

I didn’t need help

Don’t know or can’t remember

Ve wWNR

Thinking about all the care you received at home after the birth of your baby, how much
information was given to you about the following:

Not ([The right
enough | amount

Too
muc

| did not want
or need this
information

64

Your own physical recovery after the birth

65

IAny changes you might experience to your mental health
after having your baby

66

Contraception

67

Caring for your baby

68

Your baby’s health

69

Safe sleeping for your baby

70

\Vaccines for your baby

71

Local support groups
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Thinking about all the care you received at home after the birth of your baby, did you feel...

Yes,
always

Yes,
sometimes

Don’t know
or can’t
remember

72

.. you were listened to?

73

... you were involved in making decisions about your care?

74

... your decisions were respected?

75

... your privacy was respected when you were being
lexamined or treated?

76

... you were treated with respect and dignity?

77

.. you had confidence and trust in the staff treating and
caring for you?

78

... your questions were answered in a way that you could
understand?

79

... the benefits and risks of all tests, procedures and
treatments were explained to you in a way you could
understand before you were asked for your consent?

80

... you had someone to talk to about worries and fears?

81

Did your baby receive a 2-week check-up with your General Practitioner (GP)?

Yes

Not relevant to my situation

ukhwN R

Don’t know or can’t remember

No, | did not know about the 2-week check
| attended another healthcare provider for the 2-week check

Thinking about all the care you received at the postnatal check-up (around 6 weeks after the birth),

own physical health?

did the GP ...
| have not| Don’t know
Yes, to )
Yes, had a orcan’t
L. some |No
definitely postnatal | remember
extent
check-up
82 |... spend enough time talking to you about your

83

.. spend enough time talking to you about your
own mental health?

84

... give enough care and support to you and your
baby?
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85

Overall, how would you rate your experience of the care you received at home, or in the
community, after the birth of your baby?

Scale of 0 to 10
Example of lowest and highest score:

0 = “l had a very poor experience of care while at home, or in the community, after the birth of
my baby.”

10 = “l had a very good experience of care while at home, or in the community after the birth of
my baby.”

Choose a score you feel is fair for your experience.

Section 7- Overall care

No.

Question/ & response option

The following section asks about your overall experiences of care from the time your
pregnancy was confirmed, through labour and birth, and after your baby was born

86

Thinking about all of the care you received from the time your pregnancy was confirmed,
through labour and birth, and after your baby was born, if you had wanted to make a
complaint, would you have known how to do it and where to send it?

Yes

No

Not relevant to my situation
Don’t know or can’t remember

Ll A

87

Overall, how would you rate how involved you were in decisions about your care during
from the time your pregnancy was confirmed, through to labour and birth and after your
baby was born?

Scale of 0 to 10
Example of lowest and highest score:

= “l was not at all involved in decisions about my care.”
10 = “I was very involved in decisions about my care.”
Choose a score you feel is fair for your experience.

88

Overall, how would you rate your experience of the care you and your baby received from
the time your pregnancy was confirmed, through to labour and birth and after your baby
was born?

Scale of 0 to 10
Example of lowest and highest score:

0 =“I had a very poor experience of care.”
10 = “I had a very good experience of care.”
Choose a score you feel is fair for your experience.

89

Was there anything particularly good about your maternity care? (open text)

90

Was there anything that could be improved? (open text)

91

Have you any other comments or suggestions? (open text)
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Section 8- You and your household

No.

Question/ & response option

The following questions will help us to describe the women taking part in the survey and to find
out whether or not the care offered to women is the same regardless of their background or
circumstances.

92

In what year were you born? (open text)

93

How many babies have you given birth to before this pregnancy?

1. None
2. lor2
3. 3or more

94

What is your ethnic group?
White

Irish

Irish Traveller

Roma

Any other White background

Eal i

Black or Black Irish

5. African
6. Any other Black background

Asian or Asian Irish

7. Chinese
8. Indian/ Pakistani/ Bangladeshi
9. Any other Asian background

Other, including mixed group/ background

10. Arabic
11. Mixed, please specify

Other, please write your ethic group here:

95

Do you have any of the following? Please tick all that apply

Blindness or a serious vision impairment

Deafness or a serious hearing impairment

A condition that substantially limits one or more basic physical activities
An intellectual disability

Difficulty in learning, remembering or concentrating

Mental health, psychological or emotional condition

Difficulty in dressing, bathing or getting around inside the home
Difficulty in going outside home alone

. Difficulty in working or attending school/college

10. Difficulty in taking part in other activities

11. Other disability, including chronic iliness

CONOU AWM R
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