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Abstract

Women with diabetes (WWD) are four times more likely to experience baby loss: miscarriage,
stillbirth, neonatal death, or termination of pregnancy for medical reasons. Preparing for
pregnancy reduces risks. However, only 50% of women with diabetes seek healthcare support to

prepare for pregnancy, even after baby loss.

Women may feel an overwhelming urge to become pregnant again as soon as possible after baby
loss. The inter-pregnancy interval, the time between the baby loss and the start of a subsequent
pregnancy, for women with diabetes averages 12 months, highlighting a small window of
opportunity to support women with diabetes to both grieve and prepare for subsequent

pregnancy.

This qualitative research explored WWDs’ experiences and healthcare professional (HCP)
perspectives using semi-structured interview data from 30 participants (WWD= 12; HCP= 18)

from the UK and Ireland. Data were analysed using Reflexive Thematic Analysis.

Three levels of analysis were conducted: 1) descriptive themes that captured the barriers faced in
the inter-pregnancy interval; 2) explanatory themes, where theory (liminality, biomedicalisation,
and neoliberal strategies of responsibilisation) was used to interpret the data further; 3)
synthesis of themes using a stigma syndemic framework to shed light on the tensions between

experiencing a baby loss, living with diabetes and preparing for a subsequent pregnancy.

The findings connect areas of research seldom explored together, providing new insights into
potential reasons why WWD do not ‘optimally prepare’ for pregnancy after experiencing a baby
loss. | argue that WWD are disproportionately affected by various stigmas in the inter-pregnancy
interval, which, when experienced simultaneously, have a synergistically negative effect. The
stigmatising self-recrimination that WWD may feel at the intersection of baby loss and diabetes
poses a particular challenge. The existing support available in the inter-pregnancy interval is
inadequate to help WWD prepare for subsequent pregnancy after baby loss, as there is too much

focus on individualistic factors and solutions to manage.
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Terminology

Language has great power. In recognition of this, | use the terms' women'and 'mothers'
throughout this thesis. However, | acknowledge that it is not only people who identify as women
who access perinatal services and that my research refers to all people with diabetes who have
experienced baby loss and gone on to have a subsequent pregnancy (Draper et al., 2022).
Likewise, | refer to 'women with diabetes' as the term 'diabetic' can have negative and
stigmatising associations related to being labelled as a condition rather than being seen as a
person (National Health Service [NHS] England, 2018). At times | use inverted commas to
emphasise the constructedness and contestability of what | am saying. For example, when

referring to women with diabetes being ‘optimally prepared’ for pregnancy.

| also use the phrase ‘baby loss' to refer to all pregnancy and perinatal losses for three main
reasons. Firstly, to honour the personhood parents assign to their losses (Layne, 2000); Secondly,
referring to 'baby loss' was intended as a supportive acknowledgement of those who personally
experience pregnancy loss at any gestation in an attempt to avoid what has been referred to by
Lovell (1983) as 'the hierarchy of loss' whereby losses earlier in pregnancy are assumed to have
less of an impact (Browne, 2023); Thirdly, the Stillbirth and Neonatal Death charity 'Sands', who
collaborated on this research project, advised me to use 'baby loss' when recruiting participants,
as this was the preferred terminology among their service users. However, equating all
pregnancy loss with 'baby loss' as a matter of course runs the risk of marginalising other ways of
feeling and understanding, or, worst case, rendering different experiences as illegitimate or even

suspicious (Browne, 2023), which was not my intention.
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Glossary of Terms

Baby Loss: An umbrella term that includes miscarriage, stillbirth, neonatal death and termination

of wanted pregnancy for medical reasons, as described in more detail in this glossary of terms.

Diabetes Technology: There are three broad types of diabetes technology: 1) technology for
taking insulin, which is used by everyone with type 1 diabetes and some people with type 2
diabetes. The most common way is to inject insulin with an insulin pen, but also includes insulin
pumps; 2) technology for checking blood sugar levels, mostly used by people taking insulin or
medication that causes hypoglycaemia. Testing blood sugar levels at home can involve ‘finger
pricking” using a blood sugar monitor, testing strips and lances (older technology), or an
electronic Continuous Glucose Monitor (CGM) or ‘Flash’ (Libre) glucose monitor (newer
technology) which attach to the body so there is no need for finger pricking; 3) technology to
assist with managing the condition, for example, smartphone apps and ketone monitors
(Diabetes UK, 2023a). Please refer to the Diabetes UK webpages for a more comprehensive

overview (Diabetes UK, 2023a).

HbAlc: Refers to the haemoglobin Alc test. HbAlc levels refer to the amount of glycated
haemoglobin (when glucose attaches to the red blood cells) in the blood (Diabetes UK, 2023b). As
the body is unable to use the glucose that is attached to the red blood cells, it builds up in the
blood, causing high blood glucose levels. HbAlc provides the average measurement of blood
glucose (sugar) levels for the previous two to three months (Diabetes UK, 2023b). The ideal level
for people with diabetes and those planning pregnancy is 48mmmol/mol (6.5%) or below

(Diabetes UK, 2023b).

Hypoglycaemia: Low blood glucose (sugar) levels (>4mmol/mol (or 5%) (NHS, 2020a) which can

be dangerous if not treated quickly.

Hyperglycaemia: High blood glucose (sugar) levels (>48mmol/mol or 6%) which can be serious if

left untreated (NHS, 2022a).

Ketoacidosis: A serious condition caused from a severe lack of insulin that usually affects women

with type 1 diabetes (Diabetes UK, 2023a). Without insulin, the body is unable to use sugar for
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energy, so starts to breaks down fat and muscle instead (Diabetes UK, 2023). When this happens,
acidic chemicals called ketones are released into the bloodstream which can build up and

become toxic, and if left untreated, can lead to a coma and death (Diabetes UK, 2023a).

Inter-pregnancy interval: The time between baby loss and conception of a subsequent pregnancy

(Klebanoff, 2019)

Miscarriage: The spontaneous loss of pregnancy in utero up to 23 days and 6 days (NHS, 2022b).

Neonatal death: The death of a live new-born child up to 28 days after birth (Barfield, 2016)

‘Optimally prepared’ for pregnancy: 'Optimal’ levels as set out in the NICE (2015a) NG3
preconception guidelines: taking 5mg folic acid, HbAlc < 48 mmol/mol and not taking statins,

ACE inhibitors or other adverse diabetes medications that might harm the developing baby.

Stillbirth: The death of a baby before or during birth, after 24 completed weeks’ gestation (NHS,
2021).

Structured Education Programmes: ‘Structured education” should be offered to all people with
diabetes when they are diagnosed, to help ensure they have the knowledge, training and skillset
required to manage their conditions (Tidy, 2022). The structured education courses are delivered
nationally, and there is a different course for type 1 diabetes and type 2 diabetes (Tidy, 2022).
For people with type 1 diabetes, there is the Dose Adjustment for Normal Eating (DAFNE) course,
which aims to help adults to lead a normal life as possible whilst also maintaining blood glucose
levels within healthy targets (DAFNE, 2023). For people with type 2 diabetes, there is the
Diabetes Education and Self-Management for Ongoing and Newly Diagnosed (DESMOND)
programme, which aims to make adults an expert in their condition, by increasing knowledge and
understanding and empowering the patient to make their own decision (Desmond, 2023; Tidy,

2022).

Termination of wanted pregnancy for medical reasons: If the baby is diagnosed with a lethal
condition or serious disability through prenatal screening, or if pregnancy complications put the

mother in danger, the pregnancy may be terminated (Tommy’s, 2023).
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Chapter 1. Introduction
1.1 Background

Over three decades ago, the St Vincent Declaration set out an ambitious five-year target to
improve the pregnancy outcome for women with diabetes, a serious condition that causes blood
glucose levels to become too high (hyperglycaemia) (NHS, 2022a), to that of the general
population (Diabetes Care and Research in Europe, 1990; Murphy et al., 2010a). Despite
improvements in diabetes treatments and obstetric care, this goal remains unmet today
(Lavender et al., 2010). Diabetes is increasingly recognised as a global epidemic and is the most
prevalent pre-existing chronic condition affecting pregnancy in the United Kingdom (UK) (Berg,
2005), affecting approximately 1-2% of pregnancies (Royal College of Midwives [RCM], 2022)

which equates to between 6,800-13,600 pregnancies in the UK annually.

The number of pregnancies affected by diabetes has increased in recent years (NHS Digital,
2019). This increase is mainly attributed firstly, to higher rates of overweight and obesity in the
general population, which frequently leads to type 2 diabetes (National Institute of Health and
Care Excellence [NICE], 2015a) and secondly to an increased prevalence of pregnancies in older
women (NICE, 2015a; NHS Digital, 2019, 2021a). This poses risks to both mother and child,
trebling the risk of perinatal mortality (late fetal loss, stillbirths and neonatal deaths) (Centre for
Maternal and Child Enquiries [CMACE], 2011), quadrupling the risk of congenital anomalies (Balsells
etal., 2009; Bell et al., 2012) and increasing fivefold the risk of stillbirth, premature delivery and
being large for gestational age (Macintosh et al., 2006; CMACE, 2011; Tennant et al., 2015).

Pre-pregnancy preparation can minimise risks, which involves taking high dose peri-conception
folate, optimising blood glucose control and stopping any medication that may harm the
developing baby (Forde, Patelarou and Forbes, 2016; Earle et al., 2017; NICE, 2015a). However,
research suggests approximately 50% of women with diabetes seek support from healthcare
services to prepare for pregnancy, even after experiencing an adverse outcome (Holing et al.,
1998; NHS Digital, 2019; Murphy et al., 2010a; Tennant et al., 2015; ). The reasons for this are

complex and not fully understood but are explored in this thesis.



Women with diabetes and their partners who have experienced baby loss comprise a unique
group who require individualised, specialist care in future pregnancies (Caelli, Downie and
Letendre, 2002; Ellis et al., 2016; Fockler et al., 2017; Meredith et al., 2017). Such care differs,
both clinically and psychosocially, from that offered to either women with diabetes who have not
experienced loss, or women without diabetes who have experienced loss, as their situation and
medical needs are particularly complex and preconception care needs to be sensitive to this

group's needs (Earle et al., 2017; Forde, Patelarou and Forbes, 2016).

There is a gap in understanding how best to support women with diabetes who have experienced
a baby loss to prepare for a subsequent pregnancy. This qualitative research project helps
address this knowledge gap by shedding light on women with diabetes' experiences of the inter-
pregnancy interval — the time between baby loss and a subsequent pregnancy —and the

perspectives of healthcare professionals providing care for this group.

1.2 Overview of thesis

This thesis starts with a literature review of current understandings of baby loss, diabetes and
preparing for pregnancy after a baby loss (Chapter 2). Chapter Three makes explicit the
philosophical assumptions and theories underpinning this qualitative research including how
stigma can affect women with diabetes from all angles. Chapter Four provides an overview and
rationale for the chosen study design and methods. Details about the qualitative methods used
to recruit, sample and conduct interviews and data analysis processes are provided followed by

concluding researcher reflections on the methodology.

The findings from the analysis are presented in three layers across Chapters Five to Seven.
Chapter Five presents the three descriptive themes, capturing some of the barriers faced by
women with diabetes in the inter-pregnancy interval: (1) Decisions around becoming pregnant
after a baby loss; (2) The triple burdens of baby loss, diabetes and planning for pregnancy; (3)
Discontinuities and constraints in care in the inter-pregnancy interval. An interpretation and
discussion of these findings in relation to existing literature follow the findings from the

descriptive themes.



Chapter Six presents the three explanatory themes, where theory was used to interpret the data
further: (1) Lost without a map: liminality in the inter-pregnancy interval; (2) Biomedicaliasation
in the inter-pregnancy interval and stigmatised ‘sub-optimal’ pregnancy; and (3) Neoliberal

strategies of responsibilisation.

In place of a traditional “discussion chapter”, Chapter Seven presents a synthesis of the above
descriptive and explanatory themes using a stigma syndemic framework to shed light on the
tensions between experiencing a baby loss, living with diabetes and preparing for a subsequent
pregnancy. Mapping out the findings in this novel way helped to make explicit the complexity

faced by women with diabetes in a way that is useful for the practical application of the findings.

Chapter Eight presents the summary and conclusions from the analysis, followed by the
implications of the research, strengths, limitations and areas for future research. The thesis
concludes with recommendations to improve care for women with diabetes in the inter-

pregnancy interval.

1.2.1 Thesis statement

In this thesis, | argue that:

a) The care and support currently available in the inter-pregnancy interval are inadequate to
help women with diabetes grieve for their loss and prepare for a subsequent pregnancy.
There is too much focus on individualistic factors and solutions for many women to
manage, the implications of which makes it harder for women to meet the expectation to
be ‘optimally prepared’ for pregnancy. The liminal inter-pregnancy interval is not a time
for empowerment or to rely on additional levels of agency. Both the women with diabetes
and healthcare professional participants’ accounts of these experiences suggest that
women with diabetes need support that is more visible, easier to access, and based on
shared decision making. Change is required, as set out in my recommendations to

improve care in Chapter Eight (section 8.4).

b) Bereavement support needs to consider the context of diabetes and link with support for

subsequent pregnancies. A timely and sensitive discussion of pregnancy plans between



healthcare professionals and women with diabetes in the inter-pregnancy interval is
required to help support women with diabetes to prepare for subsequent pregnancy and

signpost them to specialist services where this is welcomed.

Women with diabetes are disproportionately affected by various stigmas in the inter-
pregnancy interval, which, when experienced simultaneously, have a synergistically
negative effect. The stigmatising self-recrimination that women with diabetes may feel at

the intersection of baby loss and diabetes poses a particular challenge.



Chapter 2. Literature Review
2.1 Introduction

Despite women with diabetes being at an increased risk of baby loss, much existing literature
focuses on the separate issues of baby loss, diabetes, and pregnancy after loss. As a result,
women with diabetes are a subset of the population on the margins of all three areas, so they are
at risk of falling into gaps in care where healthcare services do not meet up. This literature review
draws the separate bodies of literature together and considers how these distinct topics
culminate to form a particularly complex situation for women with diabetes in the inter-

pregnancy interval after a baby loss.

The chapter concludes by summarising the gaps in knowledge that call for further inquiry. This
includes the need to better understand the decision-making process, support requirements and
challenges that women with diabetes face in the inter-pregnancy interval, along with how
bereavement services can be addressed to integrate better with pregnancy preparation services
to improve outcomes for this group. The insights from this chapter inform the theoretical and
methodological approach to this thesis. Unpacking some of the sociological issues will help
broaden understandings of preparing for pregnancy after a baby loss for women with diabetes

beyond the currently dominant biomedical approach.
2.2 Baby loss

Baby loss is an umbrella term that includes miscarriage, stillbirth, neonatal death and termination
of wanted pregnancy for medical reasons, as fully described in the Glossary of Terms (pp. xvii-
xviii). In the general population, one in four pregnancies in the UK is estimated to end in loss
during pregnancy or birth (Tommy’s, 2022), and baby loss rates have continued to rise over the
past ten years (Nath, Hardelid and Zylbersztejn, 2021). Considering how many women are
affected by baby loss compared with the relatively small amount of research in this area, many
authors argue that baby loss is a neglected area of public health research (Darmstadt, 2011; Ellis
et al., 2016; Scott, 2011), which could be attributed in part to the gender bias in research, where
the study of women’s health issues are underfunded (Holdcroft, 2007). Nowadays, baby loss is

recognised as having a significant and far-reaching impact in terms of both tangible (monetary)



and intangible (mental health) costs (Campbell et al., 2017; Mistry et al., 2013; Ogwulu et al.,
2015).

Numerous studies have investigated parents’ experiences of baby loss, consistently highlighting
the profound and long-term negative impact of loss on women and their families, as well as
healthcare systems and communities (Burden et al., 2016; Ellis et al., 2016; Fockler et al., 2017,
Lamb, 2002). However, it was not until the 1970s and 1980s that research into the lived
experience and grief processes of baby loss started to gain momentum (Lamb, 2002; Frost et al.,
2007). Interest seemed to wane during the mid to late 1990s, and the focus was usually on
stillbirths and neonatal deaths, with little focus on miscarriages (Lamb, 2002). Until the mid
1990s, baby loss was widely regarded as an ‘invisible death” and neglected as an issue of

importance to public health, society and policymakers (Ogwulu et al., 2015).

Over the past 20 years, the majority of baby loss research has predominantly focused on
stillbirths and miscarriages (Jones et al., 2017) including the personal, social and economic costs
of such losses (Boyle et al., 1996; Burden et al., 2016; Heazell et al., 2016; Murphy and
Cacciatore, 2017). The Lancet published two series on stillbirths in 2011 and 2016; in 2021 it
published a three-part series on miscarriage, which is the first time the journal has focused on
miscarriage in its 200-year history. Parental experiences of having a termination of wanted
pregnancy for medical reasons has received relatively little attention, despite advances in
screening and diagnostic technology, that mean more parents are faced with difficult decisions
(Carlsson et al., 2016; Hodgson et al., 2016; Hunt et al., 2009; Jones et al., 2017; Lafarge, Mitchell
and Fox, 2014). Likewise, despite neonatal deaths being on the rise in the UK (Nath, Hardelid and
Zylbersztejn, 2021), relatively few studies look at the lived experience of such loss (Redshaw,

Henderson and Bevan, 2021).

2.2.1 Societal understandings of the complicated grief surrounding baby loss

There is growing recognition and research interest into the psychological and emotional burden
on bereaved parents following a baby loss (Burden et al., 2016). Grief is widely accepted as a
natural and expected response to bereavement, such as a baby loss (Hutti, Armstrong and Myers,
2013; Kalich and Brabent, 2006; Shear, 2012). The intensity and types of emotions associated

with grief are acknowledged as unique to the individual and are expected to vary over time (Hutti
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et al., 2017; Kalich and Brabent, 2006). Although all and any emotions are, in theory, considered
permissible in grief, not all emotions are viewed as appropriate due to the strong social norms
about grief (Kalich and Brabent, 2006; Robson and Walter, 2013). The traditional and dominant
medical/psychological model of grief encourages the bereaved to find closure by working
through and experiencing all their emotions (Kalich and Brabent, 2006; Pearce and Komaromy,
2020). However, this perspective emphasises the individual’s deficiency concerning how they
handle grief and their grief work (Kalich and Brabent, 2006). Those who deviate from this linear
model may experience added stress due to failing to behave and recover in the socially expected
way and timeframe (Kalich and Brabent, 2006). Relatedly, from a clinical perspective, grief may
be seen as a psychological process that can be completed ‘successfully’ in a linear way (Pearce
and Komaromy, 2020), whereby the bereaved feel a deep connection with the deceased, but are
also able to imagine a satisfying future without them (Shear, 2012). It is possible that the
medicalised ideal that grief work can be completed plays into assumptions about when is a good

time to embark on considering a subsequent pregnancy.

The grief associated with baby loss creates a particular kind of grief that can be difficult to
describe and unique to those who experience it (Kersting and Wagner, 2012). Women process
their grief in diverse ways and on different timescales, but grief has been found to be profound
and long lasting (Schott and Henley, 2010). The significance of baby loss and the legitimacy of the
associated grief has not always been acknowledged by society compared to other deaths (Kirkley-
Best and Kellner, 1982; O’leary and Warland, 2013; Scott, 2011). Baby loss was for a long time a
“quiet tragedy” that was seldom acknowledged (Kirkley-Best and Kellner, 1982, p. 420). Although
attitudes have changed regarding the validity of grief, baby loss continues to be shrouded in
silence and secrecy and remains a somewhat taboo subject in Western culture (Scott, 2011).
Baby loss remains an uncomfortable subject for many and a great deal of social trepidation

remains about how to respond when baby loss occurs.

2.2.2 The ‘hierarchy’ of baby loss

As a concept in thanatology (the scientific study of death), the ‘hierarchy of loss’ was intended to
capture the varying grief reactions and social norms about which relationships were worth

grieving and who could legitimately grieve (Robson and Walter, 2013). As a tool, it was intended



to show how societal expectations around grief should not be viewed as a binary of either
allowed or disallowed (Robson and Walter, 2013). However, numerous authors note how the
‘hierarchy of loss’ concept is often applied to baby loss, whereby the earlier the gestation, the
lesser the loss (Lovell, 1983). When applied to baby loss, the impact or significance of a baby’s
loss is assumed to correlate with the type of loss, with later losses being afforded more social
legitimacy (Kofod and Brinkmann, 2017; Middlemiss and Kilshaw, 2023). The impact of early
miscarriage, for example, can be underestimated by society and healthcare professionals, which
may partly be because of the ontological position that a pregnancy ending in the first 12 weeks of
gestation is not a ‘real’ baby (Middlemiss and Kilshaw, 2023), or notions that ‘it was not meant to
be’ (Layne, 1997; Tommy’s, 2021a). The hierarchies of loss concept may have contributed to the
low level of research into experiences of miscarriage through the 1970s-1990s and to the way
healthcare resource allocation tends to be skewed towards later losses, despite there being

limited support for this hierarchical model of grief for baby loss (Moulder, 1998).

2.2.3 Disenfranchised grief

The hierarchy of baby loss can be a precursor for disenfranchised grief, especially when the
perceived hierarchy places mothers into what they feel is the wrong position on the scale of grief
expectation (Robson and Walter, 2013). The concept of ‘disenfranchised grief’ and accompanying
‘grief rules” were introduced by Doka in 1989 and have become well-established concepts within
baby loss research and practice (Doka, 1989, 2002). ‘Grieving rules’, or the “who, when, where,
how, how long, and for whom people should grieve” (Doka, 1989, p.4), draws upon research in
the sociology of emotions by Durkheim (1915) and Hochschild (1983), and show how grief is
experienced within a social context (Doka, 1989; Robson and Walter, 2013). How an individual is
expected to behave in grief is defined socially, and such grief expectations vary across cultures
(Robson and Walter, 2013). Nevertheless, it has attracted some criticism for two main reasons.
Firstly, it suggests grief is a binary concept whereby grief is either enfranchised or
disenfranchised, rather than as a spectrum (Robson and Walter, 2013). Secondly, and relatedly,
the terminology of ‘disenfranchisement’ implies that this type of grief is bad or wrong, owing to
the negative connotations within Western democracies, with moral and political overtones

implying second-class status and subjugation (Robson and Walter, 2013).



However, disenfranchised grief remains a useful and relevant concept for this research. For
example, when a mother’s grief expression is dismissed, perceived societally as inappropriate in
relation to the loss, or lacks a social ritual, such as a funeral, they may experience
‘disenfranchisement’ (Robson and Walter, 2013). Disenfranchised grief describes a lack of social
acknowledgement of the loss or the relationship to the deceased (Doka, 1989; Robson and
Walter, 2013) and occurs when the loss incurred is not, or cannot, be “openly acknowledged,
publicly mourned, or socially supported” (Doka, 1989, p. 4), and may pose a challenge to the

bereaved in the inter-pregnancy interval.

2.2.4 Complicated grief and problematic social emotions in grief

As well as being disenfranchised, where there is a conflict between the emotional experience of
grief and the socially accepted way of expressing grief (Middlemiss and Kilshaw, 2023), the grief
associated with baby loss and diabetes can be referred to as ‘complicated’ (Kersting et al., 2011;
Kersting and Wagner, 2012) because it is different from ‘normal’ grief (Shear, 2012). Baby loss
goes against the natural order of things, and mothers are grieving for the loss of a future
possibility, something intangible that, societally speaking, did not fully exist, which can make it
harder to heal (Shear, 2012). Complicated grief can be accompanied by relentless painful
emotions such as anger, guilt, shame, hopelessness and envy (Shear, 2012), which have been
described as ‘problematic social emotions’ in relation to maternal grief (Barr and Cacciatore,
2008). It is estimated that 25-30% women who experience a baby loss may experience
complicated grief reactions, which may negatively affect women’s psychological wellbeing
(Heazell et al., 2016; Hutti et al., 2017; Kersting et al., 2011; Kersting and Wagner, 2012) and
leave women feeling “deeply troubled” (Barr and Cacciatore, 2008, p. 331). As such, women who
experience complicated grief need the appropriate clinical support (Hutti et al., 2018; Shear,
2012), as complicated grief is more likely to occur when there is a lack of social support (Kersting

etal., 2011; Kersting and Wagner, 2012).

Diabetes, too, has been linked with these ‘problematic emotions’ which interestingly also closely
align with the feelings associated with self-stigma (Browne et al., 2013; Seo and Song, 2019), and
discussed in more detail in Chapter Three (section 3.8). When considered together, it is

reasonable to assume that women with diabetes who have experienced a baby loss may be at a



higher risk of experiencing complicated grief and the accompanying ‘problematic social
emotions’ in the inter-pregnancy interval. It is worth noting that self-blame has been reported as
prolonging the grieving process (Kersting and Wagner, 2012), which is pertinent to this research
in the context of the biomedicalisation of diabetes and pregnancy (Chapter Three, Section 3.6),
and neoliberal strategies of responsibilisation (Chapter 3, Section 3.7) where women with
diabetes are individually responsible for ‘optimally preparing’ for pregnancy, as discussed in

section 2.3.6.

2.2.5 Support following a baby loss

Considering the potential for women with diabetes to experience disenfranchised and
complicated grief, providing the right type and amount of support for bereaved women is
important; inadequate or inappropriate care can worsen the experience of baby loss (Hutti et al.,
2017; O’Leary and Warland, 2013). Care for bereaved parents has been found to be inconsistent
across services (Ellis et al., 2016; Mills et al., 2016; Murphy and Merrell, 2009; Robson and
Leader, 2010), with limited evidence supporting specific bereavement interventions (Flenady and
Wilson, 2008; Harvey, Snowdon and Elbourne, 2008; Kersting and Wagner, 2012) and a lack of
structured procedures and hospital protocols create barriers to providing holistic and

individualised care (Ellis et al., 2016).

There has been a growing awareness and understanding of the bereavement process following a
baby loss, with guidance available to support subsequent pregnancies (Henley and Schott, 2008;
Sands, 2022a) and calls for improvements in care for bereaved families (Ellis et al., 2016; Froen et
al., 2016). Advances have been made in better understanding how to support those who are
bereaved and the additional support required during a subsequent pregnancy, which can be a
time of heightened anxiety and stress (Bhat and Byatt, 2016; Cuenca, 2023; Ellis et al., 2016;
Gower et al., 2023; Hunter, Tussis and MacBeth, 2017; Hutti et al., 2015; Meredith et al., 2017).

The stillbirth and neonatal death charity, ‘Sands’, has developed good practice guidelines for care
after a fetal or neonatal death (Henley and Schott, 2008; Sands, 2022a). These guidelines
emphasise the importance of sensitive and informed postnatal follow up appointments,
bereavement training for healthcare professionals, and the need for additional support for

parents during subsequent pregnancies. However, specific discussion of planning and preparing
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for pregnancy after loss in the context of diabetes is lacking, with little consideration of how

postnatal bereavement support should consider this issue.

2.2.6 Caring for bereaved parents: the National Bereavement Care Pathway

Caring for bereaved parents is difficult, stressful and emotionally challenging for midwives
(Favrod et al., 2018; Fockler et al., 2017; Gardner, 1999; Oe et al., 2018). Training for healthcare
professionals may be inadequate (Heazell et al., 2012; Nuzum, Meaney and O’Donoghue, 2014;
Robertson, Aldridge and Curley, 2011), with many midwives and obstetricians receiving little or
no training (Fenwick et al., 2007; McKenna and Rolls, 2011; Nuzum, Meaney and O’Donoghue,
2014), despite findings that prolonged psychological problems are less likely to develop where
professional support is given (Burden et al., 2016; Flenady et al., 2014; Forrest, Standish and
Baum, 1982; Hughes and Riches, 2003; Mills et al., 2014). NHS guidance for diabetes in
pregnancy does not mention bereavement care after a baby loss (National Institute for Health
and Care Excellence [NICE], 2015a), even though this group is more likely to experience a baby

loss (Macintosh et al., 2006; Tennant et al., 2015).

In 2017, the National Bereavement Care Pathway (NBCP) was launched to improve the quality
and consistency of bereavement care received by parents in NHS trusts after a baby loss (NBCP,
2023). The NBCP project was developed in response to the regional variations that were found to
exist in the bereavement care received by parents across England (Donaldson, 2018a, 2018b,
2019; Sands, 2022a) with the objective of developing a high standard of parent-centred, safe and
empathetic care that is consistent across the country (Sands, 2022a). The pathway is led by Sands
and works closely with a core group of baby loss charities and professional organisations, and it
aims to equip healthcare professionals to provide the best possible bereavement care to parents
and families after a baby loss (NBCP, 2023). However, the pathway is non-clinical as it does not

incorporate specific care for health conditions like diabetes.

The evaluation reports from an independent evaluation of the NBCP highlighted some of the
challenges faced, such as difficulty engaging with senior management who may not appreciate
the value of the pathway as there was no increase in resources to help with embedding the
pathway, and some staff felt they were already working at capacity (Donaldson, 2018a).

However, the final report indicates consistently positive responses from both parents and

11



professionals, demonstrating that the pathway has been well-received and beneficial in raising
the profile of bereavement care (Donaldson, 2019). Parents overwhelmingly agreed that
communication was sensitive to their needs, they were treated with respect, and the hospital
environment was caring and supportive (Donaldson, 2019). The NBCP has now been successfully
rolled out across England, with 84% National Health England Trusts committed to adapting the
NBCP standards,which is a positive step towards ensuring quality care regardless of postcode

(NBCP, 2023).

2.2.7 Deciding about and becoming pregnant after a baby loss

There is an ongoing debate about the optimal length of the inter-pregnancy interval following a
baby loss, as it has long been identified as a modifiable risk factor for adverse pregnancy
outcome in subsequent pregnancy (Love et al., 2010; Fockler et al., 2017; Gold, Leon and
Chames, 2010; Kangatharan, Labram and Bhattacharya, 2017; Klebanoff, 2019; Regan et al.,
2019, 2020; Sundermann et al., 2017). Although UK guidance does not specify a waiting period,
historically, it was thought that short inter-pregnancy intervals after baby loss were associated
with adverse pregnancy outcomes (Bhattacharya et al., 2008; Kangatharan, Labram and
Bhattacharya, 2017). More recent studies have shown that a short inter-pregnancy interval may
not increase risks for adverse pregnancy outcomes in high-income countries (Klebanoff, 2019).
However, it is possible that some healthcare professionals may hold outdated views that

continue to inform practice today.

Little has been published about parents’ experiences of the inter-pregnancy interval and
becoming pregnant again after a baby loss. To try and address this gap, | conducted a systematic
review of qualitative literature on deciding about and preparing for pregnancy after perinatal
death for my MSc dissertation, which was published in BMJ Open in January 2019 (Dyer et al.,
2019) (Appendix A). Although the focus of my systematic review was not on diabetes, the
findings are likely to be largely transferrable and suggest that parents experience a range of
unique and personal reactions to loss, and many parents think about becoming pregnant again
very soon after experiencing a baby loss (Dyer et al., 2019). This is in keeping with the literature,
which suggests that many women experience an overwhelming urge to become pregnant again

as soon as possible (Burden et al., 2016; Carlsson et al., 2016; Forrest, Standish and Baum, 1982;
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Meaney et al., 2017) as many as 80% of women doing so within 18 months of baby loss (Cuisinier
et al., 1996; DeBackere, Hill and Kavanaugh, 2008; Forrest, Standish and Baum, 1982; Lee,
McKenzie-McHarg and Horsch, 2013; Mills et al., 2014). This is no different for women with
diabetes —who are exposed to many of the same social norms surrounding parenthood as the

general population.

Another salient finding from the 2019 systematic review by Dyer et al. was that healthcare
professionals should anticipate the need to facilitate conversations from the very earliest point
during the postnatal period whilst being mindful of the patient’s individual preference for the
amount and type of advice that they want or need, so as not to pressurise parents to
unnecessarily prioritise or delay conception (Burden et al., 2016; Dyer et al., 2019; McHaffie,
Laing and Llloyd, 2001). Rather than provide parents with prescriptive advice or specific
recommendations (Burden et al., 2016; Lee, McKenzie-McHarg and Horsch, 2013; Stephansson,
Dickman and Cnattingius, 2003), healthcare professionals should provide parents with
information about the timing of a subsequent pregnancy, and they should be able to access
information at a time of their choosing when they feel ready (Dyer et al., 2019). However,
providing personalised and flexible support may be challenging for healthcare professionals
working within healthcare systems that may not easily adapt to differing needs (Dyer et al.,

2019).

It is essential to consider how a prior loss impacts a subsequent pregnancy, as baby loss has a
pervasive, profound and long-term negative impact on women and their families, as well as
healthcare systems and communities (Burden et al., 2016; Ellis et al., 2016; Fockler et al., 2017,
Lamb, 2002). The enduring nature of grief, anxiety, depression and stress after baby loss often
impacts subsequent pregnancy (Bhat and Byatt, 2016; Burden et al., 2016; Cuenca, 2023;
DeBackere, Hill and Kavanagh, 2008; Gower et al., 2023; Hunter, Tussis and MacBeth, 2017; Hutti
et al., 2015; Maconochie et al., 2007; Meaney et al., 2017; Mills et al., 2014), which is thought to
increase further the risk of future loss or other adverse reproductive outcomes, such as low birth
weight and preterm labour and delivery (Coté-Arsenault and Marshall, 2000; Maconochie et al.,
2007; Sugiura-Ogasawara et al., 2002; Wang et al., 2021). Services have been developed to
respond to parents’ need for increased support during pregnancy following a loss. However, the

process of conceiving the subsequent pregnancy is not discussed in these reports (Coté-Arsenault
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and Mahlangu, 1999; Co6té-Arsenault and Marshall, 2000; Coté-Arsenault and Morrison-Beedy,
2001; Office for National Statistics [ONS], 2015).

Whilst the motives surrounding the decision to become pregnant again remain unclear, the
findings from Dyer et al. (2019) suggest that this reaction to baby loss may reflect a strong desire
to leave the liminal phase that parents experience following the death of a baby, whereby the
nebulous identity of becoming non-pregnant leaves parents stranded between the recognised
states of being pregnant and parenthood. Advanced maternal age (>35 years) is a growing trend
in high income countries (Lean et al., 2021) and for the first time since records began, recent ONS
statistics show that women in the UK are delaying starting a family until their mid-thirties (ONS,
2022). Advanced maternal age is associated with declining fertility levels, and an increased risk of
baby loss (Lean et al., 2017, 2021; Sauer, 2015). Together, this creates what has been described
as a “biological clock”, which can leave women who experience a baby loss with an urgency to

become pregnant again as soon as possible (Sauer, 2015, p. 1141).

2.2.8 Summary of baby loss section

Baby loss literature consistently highlights a profound negative psychosocial impact on parents.
The disenfranchised and complicated grief associated with societal reactions to baby loss can
make it particularly difficult to grieve. The NBCP has improved the bereavement care offering for
women who have experienced a baby loss within the majority of NHS Trusts, but as a non-clinical
pathway, there is a gap in understanding of how the needs of women with diabetes who have

experienced a baby loss might differ.

2.3 Diabetes and pregnancy

More people are living with type 1 and type 2 diabetes than ever before (Diabetes UK, 2023c).
Diagnoses have doubled over the past 15 years (British Medical Journal [BMJ], 2021), with over
4.3 million people diagnosed in the UK (Diabetes UK, 2023c). The number of people being
diagnosed with diabetes is growing; by 2030, it is estimated there will be 5.5 million people in the
UK affected by the condition (BMJ, 2021), which equates to around one in 10 UK adults and over
2.4 million women (BMJ, 2021).

14



However, these dramatic headline figures do not tell the full story. It is worth noting that the
diagnostic criteria changed in 2011 following a World Health Organisation (WHQO) consultation
(WHO, 2011). Diabetes used to be diagnosed using a fasting blood glucose test, which took a long
time to administer and only provided an indication of the blood glucose levels at a given point in
time (Sherwani et al., 2016). A HbAlc test (see glossary of terms, pp. xvii-xviii) is now the main
blood test used to diagnose diabetes, which provides a marker for the average blood glucose
levels over the previous two to three months (Diabetes UK, 2023b), and is a more convenient test
to administer and evaluate than a fasting glucose test (Sherwani et al., 2016). Diabetes is
diagnosed when the HbAlc level is 48mmol/mol or above (Diabetes UK, 2023b). People are
considered to be at risk of developing type 2 diabetes (also known as pre-diabetes) if the HbAlc

level is between 42-48 mmol/mol (Diabetes UK, 2023b).

It is likely, then, that the change in diagnostic criteria coupled with the ease of screening at-risk
groups, has contributed to increase in the doubling of diagnoses over the past 15 years.
Nevertheless, the dramatic increase in diabetes diagnoses in the UK has often been attributed to
growing rates of overweight and obesity, perpetuating stigmatising attitudes towards people
living with diabetes (see Chapter Three, section 3.8). Weight gain and body mass are related to
the onset of both type 1 and type 2 diabetes (Al-Goblan, Al-Alfi and Khan, 2014), however, the
frequent portrayal of diabetes as obesity’s ‘twin epidemic’ seems to be facilitating moral panic in
health discourse (Foley, McNaughton and Ward, 2020), and the relationship between obesity and
diabetes is portrayed so frequently that diabetes is almost synonymous with having an
overweight or obese body. As such, people with diabetes can be stereotyped as living with

overweight and obesity and vice versa.

2.3.1 Aetiological classification of diabetes

The two main types of diabetes, type 1 and type 2, account for 98% of all cases of diabetes
(Diabetes UK, 2023c, 2023d; NHS, 2023a). Both type 1 and type 2 diabetes are complex, serious
and progressive diseases which cause complications affecting nearly every system in the body
(Diabetes UK, 2023d, 2023e; Forouhi and Wareham, 2014, IDF, 2023a). Although the
pathophysiology and aetiology of the conditions are distinct (Chiang et al., 2014; Owens et al.,

2015), both conditions result in hyperglycaemia (high blood glucose/sugar levels). The long-term
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effects of hyperglycaemia can lead to complications and serious damage to other parts of the
body, such as the eyes, heart and feet, which can result in amputation and organ failure

(Diabetes UK, 2023d, 2023e; IDF, 2023a).

Type 1 and type 2 diabetes are the focus of this research as they are associated with similar rates
of baby loss (Balsells et al., 2009; Macintosh et al., 2006; NHS Digital, 2019, 2021a), they are
managed medically, in a similar way, before and during pregnancy (NICE, 2015a), and they are
often compared directly in analyses (Owens et al., 2015). Whilst the decision to include both type
1 and type 2 diabetes in this research posed a challenge in terms of the conditions being very
different, it was also an opportunity to explore how the inter-pregnancy interval was experienced

by participants, and offered the potential to highlight differences in healthcare delivery.

About 2% of people are diagnosed with other rarer forms of diabetes, for example, monogenic
diabetes, cystic-fibrosis-related diabetes and gestational diabetes (Diabetes UK, 2023d).
Gestational diabetes is caused by glucose intolerance and occurs, or is first detected, in
pregnancy (International Diabetes Federation [IDF], 2023a; Plows et al., 2018). Gestational
diabetes is not the focus of this study as it usually resolves after delivery (Plows et al., 2018);
however, it is worth noting that in some cases, gestational diabetes is actually type 2 diabetes
that has been undiagnosed until pregnancy (Plows et al., 2018). Women with gestational
diabetes and their babies are at an increased risk of developing type 2 diabetes in later life (Plows
et al., 2018; Rayanagouda et al., 2016) and as many as half of women with gestational diabetes
go on to develop type 2 diabetes within five years of pregnancy (Bellamy et al., 2009; NICE,
2015a).

2.3.2 Type 1 diabetes

Type 1 diabetes accounts for approximately 8% of total cases of diabetes in the UK (Diabetes UK,
2023c, 2023d). The exact cause of type 1 diabetes remains unknown (IDF, 2023b; Korsgren et al.,
2012). Type 1 diabetes is characterised by autoimmune destruction of the pancreatic B-cells of
the islets of Langerhans (Chiang et al., 2014); essentially, the body attacks and damages the -
cells in the pancreas so that the body can no longer make the hormone insulin (Diabetes UK,
2023d; IDF, 2023b). Insulin is vital in allowing glucose to move from the bloodstream and into

cells, and people need insulin to survive (Diabetes UK, 2023d). When people with type 1 diabetes
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eat and drink, their body breaks down carbohydrates into glucose (sugar); however, without
insulin, the glucose stays in the bloodstream, causing high blood glucose levels (Diabetes UK,
2023d). Without insulin, death from ketoacidosis can happen rapidly, as the cells in their bodies
cannot access the glucose needed to fuel the body (Diabetes UK, 2023f; NHS, 2023b) (see

glossary of terms, pp. xvii-xviii).

The onset of type 1 diabetes is usually acute, and it most commonly occurs in children and
adolescents (birth to 14 years) but can develop at any time and is more likely to affect those who
are white and middle class (Forouhi and Wareham, 2014; IDF, 2023b). People with type 1
diabetes are required to either inject themselves with insulin several times a day manually, with a
needle or insulin pen, or by using an insulin pump, which is attached to the body via a cannula, in
order to maintain and control their blood glucose levels (Chiang et al., 2014; Diabetes UK, 2023a;
IDF, 2023b). There have been several advances in recent years in the development of technology
to help people with diabetes gain tighter control of their blood glucose levels, as discussed in
more detail in Chapter Six (section 6.3.3) and outlined in the Glossary of Terms (pp. xvii-xviii).
Generally, individuals manage their condition with the support of a diabetes team. As type 1
diabetes is usually diagnosed at an earlier age than type 2 diabetes, women with type 1 diabetes
are more likely to have had conversations about pregnancy with healthcare professionals and
receive structured education about how preparing for pregnancy can reduce risks of adverse
pregnancy outcomes (Forde, Patelarou and Forbes, 2016; Klein et al., 2017; Spence et al., 2010;
Tidy, 2022).

2.3.3 Type 2 diabetes

Type 2 diabetes is the most prevalent form of diabetes, accounting for approximately 90% of all
cases (Diabetes UK, 2023c, 2023d; IDF, 2023c; NHS, 2023a). In type 2 diabetes, the pancreatic B-
cells either produce an insufficient amount of insulin, or the insulin does not work correctly as
the body becomes resistant to it and is not able to use it effectively, resulting in hyperglycaemia
(Al-Goblan, Al-Alfi and Khan, 2014; Diabetes UK, 2023d, IDF, 2023; Reinehr, 2013). Most people
with type 2 diabetes require medication and/or insulin to control blood glucose levels (IDF,

2023¢).
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The high prevalence of type 2 diabetes in the UK is strongly linked to modifiable risk factors,
including overweight and obesity, having an unhealthy diet, physical inactivity and previous
gestational diabetes (BMJ, 2021; Diabetes UK, 2023c; Holden et al., 2013; IDF, 2023c; NHS,
2023a). However, there is also a strong hereditary component to the disease (Reinehr, 2013) and
women with type 2 diabetes are more likely to live in areas of socioeconomic deprivation
(Candler et al., 2018; Klein et al., 2017; Macintosh et al., 2006; Murphy et al., 2011; NHS Digital,
2021a) and belong to black and Asian minority ethnic groups (Crawford, Mendoza-Vasconez and
Larsen, 2015; Klein et al., 2017; Macintosh et al., 2006; Murphy et al., 2011; NHS Digital, 2021a,
2021b; Riste et al.,2001; Whincup et al., 2010). Compared with the general population, type 2
diabetes is around five times more likely to develop in Pakistani women, two and half times as
likely in Indian women and four times more prevalent in Bangladeshi and Indian people as a
population (Diabetes UK, 2023c; NHS, 2019). The higher rates are thought to be attributed to a
higher incidence of abdominal adiposity in these groups (Crawford, Mendoza-Vasconez and
Larsen, 2015), and these groups may face additional cultural, ethnic and financial barriers to

accessing the healthcare they need (Klein et al., 2017).

Type 2 diabetes is more prevalent in adults 45-64 years as the risk of developing type 2 diabetes
increases with age (Diabetes UK, 2023c; Forouhi and Wareham, 2014; IDF, 2023c). Indeed, type 2
diabetes was once referred to as ‘late onset diabetes’, as the condition is slow to develop and
was almost exclusively only seen in middle or older age (Forouhi and Wareham, 2014; Wilmot
and Idris, 2014). However, type 2 diabetes is frequently being diagnosed in younger overweight
people, and even in children, due to the rise of childhood obesity, physical inactivity and poor
diet (Candler et al., 2018; Forouhi and Wareham., 2014; Holden et al., 2013; Reinehr, 2013;
Wilmot and Idris, 2014). Over the past 15 years, there has been a 90% increase in type 2
diabetes, with increasing numbers of younger women being diagnosed (Mackin et al.,

2018). Women with type 2 diabetes are not always aware of the requirement to prepare for
pregnancy (Williams et al., 2023). It was highlighted by Forde et al. (2020) that the standardised
education programme ‘Desmond’ for type 2 diabetes does not include a pregnancy component,
whereas it is included as part of the Dose Adjusted for Normal Eating and Exercise ‘DAFNE’
programme for women with type 1 diabetes (Tidy, 2022) (see glossary of terms pp. xvii-xviii for

more information on structured education).
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2.3.4 Diabetes and pregnancy

In 2020, there were 681,560 live births registered in the UK (ONS, 2021). It is estimated that 1-2%
of pregnant women have pre-existing diabetes (RCM, 2022), which suggests that between 6,800-
13,600 pregnancies annually in the UK are affected. The most recent National Pregnancy in
Diabetes (NPID) Audit in 2020 recorded 4,540 pregnancies among 4,525 women with diabetes
across 162 services (NHS Digital, 2021a). The NPID Audit shows women with type 2 diabetes
made up more than half (54%) of pregnancies with diabetes in 2020, which is double the
proportion (27%) in 2002 (27%) (Confidential Enquiry into Maternal and Child Health [CEMACH],
2005) and an 8% increase since 2015 (46%) (NHS Digital, 2016, 2021a, 2021b). Figure 2.1
provides an illustration of this trend. Type 1 diabetes accounted for 44% of pregnancies in 2020
(NHS Digital, 2021a), with the remaining 2% attributed to type not specified, Maturity Onset
Diabetes of the Young (MODY) or ‘other’ diabetes type (NHS Digital, 2021a).
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Figure 2.1: The trends for pregnancies associated with type 1 and type 2 diabetes 2002-2020

Hyperglycaemia (high blood glucose levels) caused by diabetes and commonly used teratogenic

medications to treat the co-morbidities of diabetes (for example, statins used to treat high blood
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pressure) have been shown to have an adverse effect on pregnancy outcomes (Bell et al., 2008,
2012; Colstrup et al., 2013; Conway and Langer, 2000; Cooper et al., 2006; NICE, 2015a; NHS
Digital, 2021a; Makda et al., 2013). Women with pre-existing type 1 and type 2 diabetes who
become pregnant have a three- to four-fold increased risk of baby loss (Bell et al., 2012; Cundy et
al., 2007; MaclIntosh et al., 2006), and mother and baby are at a greater risk of developing
complications, (Bell et al., 2008, 2012; Cooper et al., 2006; Dabelea et al., 2014), as outlined in
Table 2.1.

Maternal complications Fetal complications

e Pre-term birth e Baby loss

° i . .
Hypertension e Congenital anomalies

e Pre-eclampsia

) e Macrosomia, small for gestational age,
e Perineal trauma

low birthweight
e Maternal obstetric complications

_ ) ) e Shoulder dystocia, birth trauma (bone
(haemorrhage, infection, thrombosis,

o . , , fracture, nerve palsy)
admission to intensive care unit,

. ) e Admission to intensive care, high
incontinence)

. ) o dependency unit
e Maternal diabetic complications

(glycaemic control (glycosylated e Hypoglycaemia, respiratory distress,

) ) sepsis, transient heart failure,
haemoglobin; HbAlc), hypoglycaemic

. . , o resuscitation, jaundice, hypocalcaemia,
episodes, diabetic ketoacidosis (DKA),

_ polycythaemia, hypoxic ischaemic
retinopathy, nephropathy, macrovascular

, encephalopathy, impairment of
disease)

. . neurodevelopment
e QOperative delivery

e Maternal death

Table 2.1: Maternal and fetal complications related to diabetes in pregnancy (NICE, 2015b)

The high rate of baby loss among women with diabetes has been attributed to the pregnancy
being affected by a congenital anomaly from ‘abnormal fetal development’ during organogenesis
(Ornoy et al., 2021). Organogenesis is the critical period of embryonic development occurring at

around four to ten weeks gestation —a time when the developing baby (fetus) is most sensitive
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to the maternal environment and possible harmful exposures (Korenbrot et al., 2002) before the
occurrence of the first prenatal visit (Atrash et al., 2006; Department of Health, 2001; Earle et al,,
2017; Forde, Patelarou and Forbes, 2016; Forde et al., 2020; Shannon et al., 2014), and before
some women with diabetes are even aware they are pregnant (Shannon et al., 2014).
Maintaining near-normal blood glucose levels before and around conception is a particularly
important modifiable risk factor in reducing the chance of congenital anomalies and baby loss
(Bell et al., 2012; Cundy et al., 2007; Colstrup et al., 2013; Maclntosh et al., 2006; Mackin et al.,
2019; NICE, 2015a; Ornoy et al., 2021), and so women with diabetes are recommended to plan

and prepare for pregnancy (Hammarberg et al., 2022; NICE, 2015a).

2.3.5 Planning pregnancy: a false dichotomy

All women are encouraged to plan their pregnancies to improve their chances of getting
pregnant and having a healthy pregnancy (NHS, 2020b), but for women with diabetes, there is a
convincing medical benefit for planning and preparing for pregnancy (Diabetes UK, 2022;
Hammarberg et al., 2022; NICE, 2015a), as discussed above. Pregnancy is often viewed as binary
of either planned or unplanned, and unintended pregnancies are used as a benchmark for
measuring and improving women’s reproductive health (Aiken et al., 2016). Planning a pregnancy
is a widely promoted and pervasive ideal, where “women with or without their partners should
follow a linear, rational, decision-making process in terms of when to plan a pregnancy” (Earle et
al., 2017, p.89). Nevertheless, it is estimated that 45% of all pregnancies in England are
unplanned (Public Health England, 2018), and approximately 50% of women with diabetes seek
support from healthcare services to prepare for pregnancy (Holing et al., 1998; Murphy et al.,
2010a; NHS Digital, 2019; Tennant et al., 2015). It should not be assumed, therefore, that women
with diabetes give more prior consideration to becoming pregnant than that of the general
population (Griffiths et al., 2008), despite the potential to improve pregnancy outcomes

(Hammarberg et al., 2022).

Portraying pregnancy as a simplistic dichotomy of either ‘planned’ or ‘unplanned’ is problematic.
It implies that unplanned pregnancies are unintended, unwanted, or in some cases irresponsible,
and it also fails to capture the diverse experience and variation of pregnancy readiness, intention,

personal reasons and emotions that lead to pregnancy (Aiken et al., 2016; Barrett and Wellings,
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2002; Earle, 2004). Barrett and Wellings (2002) identified four key criteria to be met for a
pregnancy to be ‘planned’: 1) pregnancy was intended, 2) contraception was stopped, 3)
partners agreed, 4) optimum lifestyle/life stage. When these criteria are considered in
combination with the NICE (2015a) NG3 guidelines, there is a lengthy list of things to consider for
a pregnancy to be deemed ‘planned’. While it may be true that some women do ‘plan’ their
pregnancies, the “complex lived experiences of becoming pregnant [. . .] defy categorisation as
planned or unplanned” (Earle et al., 2017, p.36), and so the notion that pregnancy is either

planned or unplanned requires deconstructing.

Furthermore, despite planned pregnancies being idealised and encouraged by public health
practitioners, the decisions surrounding planning a pregnancy are widely viewed as being in the
private sphere; a private and intimate decision between partners (Stephenson et al., 2021). This
is reflected by a lack of pregnancy advice services in the NHS (Tommy’s, 2021b), which focuses
primarily on sexually transmitted infections and contraception (NHS, 2022c), and is emblematic
of the decline in priority placed on women’s reproductive health. To counter the lack of pre-
pregnancy care available to women, in 2018, the miscarriage charity Tommy’s, launched a highly
publicised nationwide ‘#areyouready’ campaign (Tommy’s, 2018). The aim of the campaign was
to promote their free ‘Planning for Pregnancy’ digital tool and support women with information
and resources alongside a drive to raise awareness of the importance of preconception health
and planning for pregnancy to improve the chances of a safe and healthy pregnancy (Tommy'’s,

2018).

The Tommy’s campaign was based mainly on the findings from a Tommy’s survey with 750
women, which found that 67% of respondents spent three months or longer planning their
summer holiday, compared to 20% of respondents who spent the same amount of time planning
their pregnancy (McDougall et al., 2021). Most respondents were unaware they should do
anything more than stop contraception in preparation for pregnancy; just under 40% stopped
using contraception in the same week they decided to try for a baby, leaving little to no time to
make any changes that may positively affect the pregnancy and health of the baby, for example,
taking folic acid supplements, improving diet and exercise and achieving a healthy weight

(McDougall et al., 2021). These important findings challenge the pervasive and idealistic notion
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that women should plan their pregnancies and highlight a pressing need for greater public health

focus on preconception health for all women (McDougall et al., 2021).

While the Tommy’s (2018) ‘Planning for Pregnancy’ digital tool is a helpful and accessible way for
an individual to see ways to improve health before pregnancy, it perpetuates the inferred
message that it is solely the mother’s responsibility to plan and prepare for pregnancy - and thus,
the mother’s fault should pregnancy go awry. Paternal health is also a modifiable risk factor for
adverse pregnancy outcomes (Carter et al., 2023; Fleming et al., 2018). The father’s weight, diet
and lifestyle before conception has been found to have profound implications for the safety of
the pregnancy and the growth, development and long-term health of the child (Carter et al.,
2023; Fleming et al., 2018). Nevertheless, much of the health literature, health policy, health
communication and health service provision in this area continues to put the onus on the mother

as being responsible for a healthy pregnancy (Caut et al., 2022; Carter et al., 2023).

2.3.6 Preparing for pregnancy for women with pre-existing diabetes

In 2015, NICE developed the ‘NG3’ preconception guidelines for women with diabetes (NICE,
2015a, 2015b) in response to strong evidence that carefully preparing for pregnancy could
substantially reduce the risk of baby loss for women with diabetes (CEMACH, 2005, 2007,
Hawthorne et al., 1997; NICE, 2015a). Optimal pregnancy preparation includes taking 5mg/d folic
acid, stopping any teratogenic medication and ensuring blood HbAlc levels are below
48mmol/mol (NICE, 2015a, 2015b) and has been shown to significantly reduce the risk factors for
baby loss (Gardosi et al., 2013; NICE, 2015a; Monari and Facchinetti, 2010) and improve the
outcome for both mother and child (McElvy et al., 2000; Murphy et al., 2010b; NHS Digital,
2021a; Wahabi et al., 2010; Wahabi, Alzeidan and Esmaeil, 2012). On paper, ‘optimally preparing’
for pregnancy seems reasonable, but in reality, it is difficult to do especially with regards to

achieving tight control of blood glucose levels (NHS Digital, 2021a).

The 2020 NPID Audit Report reiterated the importance of optimising health before conception
(NHS Digital, 2021a). The data from 2014-2020 show rates of serious adverse outcome
(congenital anomaly, stillbirth and death in the first week after birth) were lowest in women who
had an HbA1lc of less than 48mmol/mol (6.9% in type 1 diabetes and 8.3%in type 2 diabetes) and

highest in the women who had an HbA1lc of more than 86mmol/mol in early pregnancy (14.2% in
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type 1 diabetes and 12.1% in type 2 diabetes) (NHS Digital, 2021a, 2021b). The 2020 NPID Audit
reported that seven out of eight women with diabetes were considered ‘sub-optimally’ prepared
for pregnancy compared to the NICE (2015a) guidelines (NHS Digital, 2021a), and there has been

no improvement in pregnancy preparation over the past seven years (NHS Digital 2021a, 2021b).

There is a general lack of understanding as to why women with diabetes are unable to optimally
prepare for pregnancy, given the risks to both mother and child. Pregnancy is often considered to
be a ‘teachable moment’ (Locke, 2023; Phelan, 2010; Olander et al., 2016; Rockcliffe et al. 2021)
defined by McBride, Emmons and Lipkus (2003, p. 156) as a “health event [...] thought to
motivate individuals to spontaneously adopt risk-reducing health behaviours”. There seems to be
an implicit assumption that the experience of baby loss will motivate women with diabetes to
‘optimally prepare’ for a subsequent pregnancy. However, the ‘teachable moment’ concept is
under-theorised and there is little research to support that it actually improves positive
behaviour change in relation to pregnancy (Rockcliffe et al., 2021); indeed, women with diabetes
have been found to be no more likely to prepare for pregnancy after a baby loss, so are at risk of

multiple losses (Holing et al., 1998; Murphy et al., 2010a; Tennant et al., 2015).

The 2020 NPID Audit Report supported the findings that women with diabetes are not more
likely to prepare for a second or subsequent pregnancy, confirming the importance of this
research. When pregnancy preparation for second or subsequent pregnancies (4,780) were
compared with first pregnancies (3,305), there was no discernible improvement in ‘optimal’
levels of preparation for either type 1 or type 2 diabetes (NHS Digital, 2021a), as illustrated in
Figure 2.2.
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Figure 2.2: The percentage of women with diabetes considered to be ‘optimally prepared’ in first
pregnancy compared with a subsequent pregnancy in 2020 (NHS Digital, 2021a)

There was a slight improvement in 5mg folic acid intake for both groups in subsequent pregnancy
(type 1 diabetes = 50.6%, type 2 diabetes = 26.9%) compared to the first pregnancy (type 1
diabetes = 47.9%, type 2 diabetes = 23.4%) (NHS Digital, 2021a). Many women with diabetes
struggle, in particular, to attain ‘optimal’ blood glucose targets (NHS Digital, 2021a). There was a
minimal improvement of target HbAlc attainment for type 1 diabetes in a subsequent pregnancy
(17.8%) compared to first pregnancy (17.2%) (NHS Digital, 2021b). For women with type 2
diabetes, target HbAlc attainment was found to be lower in subsequent pregnancy (35.2%)

compared with first pregnancy (41.2%) (NHS Digital, 2021b).

These data evidence that current healthcare system approaches to pre-pregnancy care are not
working for most women with pre-existing diabetes (NHS Digital, 2021a). Currently, neoliberal
behaviour-change theories largely underpin solutions to manage or improve health, whereby the
individual is viewed as responsible for their own health and wellbeing (Kara, 2017). To put this
into context, women with diabetes are individually responsible for planning and preparing for
pregnancy, and interventions to improve preparation for pregnancy tend to be individualistic in
scope. For example, in terms of improving preparedness for pregnancy among women with

diabetes, NICE (2015a) suggest barriers to achieving ‘optimal’ blood glucose levels include
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“health beliefs, a poor understanding of the importance of good blood glucose control, an
inability to be able to comply with a demanding regimen of blood glucose testing up to 7 times a
day, and the need to adjust insulin dosage” (NICE, 2015a, p. 42). These barriers are all
individualistic in scope, point to a medicalised solution (i.e. technological help for women with
diabetes to comply) and fail to mention any of the additional psychosocial and systemic
challenges that this group may face, such as diabetes distress, financial struggles or access to and

ability to afford healthful food.

Likewise, the 2020 NPID Audit Report recommendations are similarly medicalised and
individualistic in character, with the ‘responsibility' ultimately lying with the woman, which
indicates the importance of this research. As is so often the case, research and interventions
focus on the individualistic factors at play — here, it is focussing on diabetes management. By
neglecting the other factors, it is unlikely to solve the problem as the individual is only a small
part of the problem. It is plausible that the more holistic approach of this research, which aims to
better understan the social, psychological and emotional reasons behind suboptimal levels of
preparation (Lauridsen, 2020), may help to inform healthcare delivery and improve the outcome

for women with diabetes.

2.3.7 Pre-pregnancy care for women with diabetes

For women with diabetes, healthcare professional involvement in the decision to conceive is
encouraged, and pre-pregnancy care (also referred to as preconception care), has been
associated with improved preparation (CEMACH, 2005; Hopkins et al., 2023; Murphy et al.,
2010b; Yamamoto et al., 2018) and significantly reduced risk of baby loss and other pregnancy
complications for women with both type 1 and type 2 diabetes (Alexopoulos, Blair and Peters,
2019; August et al., 2011; Earle et al., 2017; Forde, Patelarou and Forbes, 2016; Hopkins et al.,
2023; Monari and Facchinetti, 2010; Murphy et al., 2010b; Murphy et al., 2011; Wahabi et al.,
2010; Wahabi, Alzeidan and Esmaeil, 2012). Definitions of pre-pregnancy care vary but generally
consist of services that provide support and advice to elicit positive behaviour change in line with
the NICE (2015a) NG3 preconception guidelines (Earle et al., 2017; Hopkins et al., 2023). Several
different approaches to pre-pregnancy care for women with diabetes have been identified in the

literature, including face-to-face clinics (Murphy et al., 2010a), opportunistic ‘brief intervention’
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counselling in primary and secondary care (Shannon et al., 2014) and digital or web-based
resources, such as smartphone applications (Nwolise, Carey and Shawe, 2017). All of these
approaches may play an important role, depending on the needs and preferences of the women

with diabetes.

Traditionally, pre-pregnancy care focused on women with type 1 diabetes (Forde, Patelarou and
Forbes, 2016), as type 2 diabetes was not considered to affect women of childbearing age
(Wilmot and Idris, 2014). Nowadays, type 2 diabetes affects over half (54%) of diabetes
pregnancies (NHS Digital, 2021a) and carries additional obstetric risk factors (higher age, higher
body mass index, previous pregnancies) (Yamamoto et al., 2018). Women with type 2 diabetes
have similar levels of risk as type 1 diabetes pregnancies (Balsells et al., 2009; Forde, Patelarou
and Forbes, 2016; MacIntosh et al., 2006; NHS Digital, 2021a; Owens et al., 2015) and so both

forms require a similar intensity of pre-pregnancy care.

2.3.8 The uptake of pre-pregnancy care in women with diabetes

Women with diabetes are individually responsible for accessing pre-pregnancy care, and uptake
of this care is poor (Murphy et al., 2010a; NHS Digital, 2021a; Tennant et al., 2015), especially
among women with type 2 diabetes (Hopkins et al., 2023). Despite the well-established benefits
of pre-pregnancy care, only around half of women with diabetes seek preconception advice
(Glinianaia et al., 2014; Murphy et al., 2010a). The reasons for this are not fully understood and

are complex.

The point at which pre-pregnancy care is accessed is crucial, and ideally, women with diabetes
should start preparing for pregnancy before discontinuing contraception (McDougall et al., 2021;
Murphy et al., 2010a). For this to work, women would have to know that they are planning a
pregnancy and then take anticipatory action, highlighting how problematic it is for pre-pregnancy
care to be based on the idealistic binary of un/planned pregnancy; pre-pregnancy care will only
be relevant for half of the women with diabetes population when approximately 50% of women
with diabetes seek support from healthcare services to prepare for pregnancy (Holing et al.,
1998; Murphy et al., 2010a; Tennant et al., 2015). In general, many women only inform
healthcare professionals once they have become pregnant (Lamb, 2002; Public Health England,

2018; Robson et al., 2009; Robson and Leader, 2010; Stephenson et al., 2021), reaffirming the
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suggestion that the consideration of conception is deemed a personal decision between partners

(Meaney et al., 2017).

Women with diabetes may be more likely to experience what Earle (2004) referred to as
‘recalcitrant’ pregnancies; that is, despite less-than-ideal circumstances, they may experience a
strong desire to become pregnant but feel like they might be discouraged by healthcare
professionals (Earle, 2004; Murphy et al., 2010a). This has implications for women with diabetes
as they may not actively be ‘planning’ a pregnancy, so they may not see the need to ‘prepare’.
Alternatively, failing to involve healthcare professionals may be partly due to an attempt to self-
protect through disengagement (Mills et al., 2014) or potentially through insufficient awareness
about the importance of appropriate pregnancy planning (Chuang, Velott and Weisman, 2010).
For example, women with type 2 diabetes are less aware and less likely than women with type 1
diabetes to access pre-pregnancy care (Hopkins et al., 2023; Murphy et al., 2010a; Mustafa et al.,
2012; NHS Digital, 2021a; Yamamoto et al., 2018). A meta-synthesis by Forde, Patelarou and
Forbes (2016), whilst limited by the small number of included studies (n=7), highlighted
multifactorial reasons for low uptake of pre-pregnancy care in women with type 2 diabetes and
exposed some of the complexities involved in providing effective pre-pregnancy care for this
group. Both patients and healthcare professionals reported a failure to recognise the risk to type
2 diabetes women, as well as limitations in delivering pre-pregnancy care by healthcare
professionals, such as inconsistencies and a lack of integration in the system (Forde, Patelarou

and Forbes, 2016).

Women with diabetes may have had negative experiences from attending pre-pregnancy care.
Indeed, pre-pregnancy care can also have unintended consequences, as Griffiths et al. (2008)
highlighted in their exploration of the perspectives of type 1 diabetes women living with the
condition. Three of the 15 predominantly white British women with type 1 diabetes in this small
study conducted in the West Midlands recalled negative pre-pregnancy care experiences,
including increased anxiety levels and being “filled with dread’ (Griffiths et al., 2008). This created
an additional burden for these women and put them off attending pre-pregnancy care for future
pregnancies (Griffiths et al., 2008). Whilst this finding was based on the recalled experiences of

only three women, this previously undocumented finding is still pertinent as much of the
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literature recommending pre-pregnancy care fails to consider the women’s psychological well-

being (Griffiths et al. 2008), highlighting the complexity of this area.

Similarly, in Murphy et al. (2010a), a study of 29 women with type 1 diabetes (n=21) and type 2
diabetes (n=8) from white British (n=23) and Asian (n=6) backgrounds, some did not attend pre-
pregnancy care because information about diabetes and pregnancy was deemed too ‘alarmist’
and ‘risk-focused’ with too many ‘horror stories’ and a heavy emphasis on the potential for an
adverse outcome. Two of the women recalled how they purposefully waited until their
pregnancy was further advanced before seeking care, as they had previously been advised by
healthcare professionals to terminate their pregnancy, which was against their beliefs (Murphy et

al., 2010a).

A Health Technology Assessment report by Earle et al. (2017) explored the facilitators and
barriers to the uptake of pre-pregnancy care by women with diabetes through a systematic
review of 18 qualitative studies and 12 interviews conducted with British and Pakistani women
(Earle et al., 2017). While limited by the relatively small sample size, the findings revealed four
key issues which might help to explain the failure to make progress: Firstly, there is a lack of
clarity about what pre-pregnancy care should consist of; secondly, there may be a lack of
expertise in delivering the core elements of pre-pregnancy care (namely, pregnancy planning,
fertility and contraception). Thirdly, it is not clear who is responsible for providing pre-pregnancy
care to women with diabetes. Lastly, care needs to focus on enabling women to make positive
changes rather than treating them as “women at risk of failure” (Earle et al., 2017, p.93). The
systematic review element of the Health Technology Assessment report suggests that pre-
pregnancy care best meets women with diabetes’ needs when healthcare providers can
communicate effectively with the women in their care (Earle et al., 2017). However,
“communication was often perceived as authoritarian and paternalistic, and women sometimes
felt judged, guilty, scared and pressurised rather than empowered and supported” (Earle et al.,
2017, p.60). Earle et al.’s (2017) systematic review showed how pre-pregnancy care advice often
focused too heavily on potential negative outcomes, scaring women by emphasising the risks
rather than the positive changes that women might make when planning a pregnancy (Earle et
al., 2017). Focusing more on the latter might encourage some women to engage more with the

support offered (Earle et al., 2017).
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A poignant finding from the meta-synthesis by Forde, Patelarou and Forbes (2016) was how
some women were deterred from engaging in pre-pregnancy care as they wanted a ‘normal’
pregnancy experience where their diabetes did not take precedence. This was echoed in the
systematic review by Earle et al. (2017), which suggested that women with diabetes want to be
acknowledged as a ‘whole person’, an individual with a real life and aspirations, not ‘just’ a
‘diabetic’ or pregnant woman, highlighting the role stigma may play for this group (see Chapter
Three, section 3.8). These women still wanted to experience the excitement and joy of
pregnancy, but overly focusing on the medical management of their condition detracted from
their capacity to enjoy the experience (Earle et al., 2017). This is in keeping with the 2010 study
by Lavender et al., where all 22 participants felt that their pregnancy was overshadowed by
diabetes management (Lavender et al., 2010). One participant felt ‘labelled’, and another
struggled to enjoy the pregnancy as it was so medicalised (Lavender et al., 2010). This desire to
normalise pregnancy was cited by Murphy et al. (2010a) in their qualitative study of women with
type 1 diabetes (n=21) and type 2 diabetes (n=8) as one of the reasons they did not engage in
pre-pregnancy care before becoming pregnant. It is understandably a challenge, therefore, for
healthcare professionals to normalise the experience of pregnancy and the need to balance

patient safety with enjoyment (Lavender et al., 2010; Woolley et al., 2015).

A key finding from the 2020 NPID Audit was how women with type 2 diabetes are frequently
unprepared for pregnancy, with reduced use of insulin and folic acid before pregnancy and
higher rates of perinatal deaths across all HbAlc categories (43-80mmol/mol) (NHS Digital,
2021a), which is likely related to the additional healthcare inequalities they face (Hopkins et al.,
2023; NHS Digital, 2021a). Despite the various medical advances and the medicalisation of
pregnancy, it is possible that some healthcare professionals may fail to recognise the risks for
women with type 2 diabetes as they may still consider type 2 diabetes to be a ‘disease of the
elderly’ and therefore not always associate it with pregnancy (Forde, Patelarou and Forbes, 2016;
Klein et al., 2017; Murphy et al., 2011), so women may miss out on reproductive care unless they
declare their pregnancy intention (Forde, Patelarou and Forbes, 2016). This is problematic, not
only considering type 2 diabetes accounts for more than half (54%) of diabetic pregnancies (NHS
Digital, 2021a) but the rising prevalence of type 2 diabetes among women of childbearing age

(15-45 years) (Bell et al., 2008; Dabelea et al., 2014; ONS, 2022) means there are an
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unprecedented number of pregnancies affected by diabetes (NHS Digital, 2021a) and the actual

scale of the problem is still unclear.

Overall, there is a general a lack of systematic consideration as to what pre-pregnancy care
approaches work best for women with diabetes, as highlighted in a recent realist review by
Hopper et al., (2022). Continuity of care, a personalised partnership approach, peer networks,
access to psychological support and shared pre-pregnancy care guidelines that were integrated
across specialties and services were recommended as the most important approaches and

principles for pre-pregnancy care for people with chronic health conditions like diabetes.

2.3.9 Limitations of pre-pregnancy service provision

Pre-pregnancy care programmes have been criticised in the past for attracting primarily well-
motivated women with higher socio-economic status, thus fail to focus resource on those who
need it most (Gregory and Tattersall, 1992; Holing, 2000). In a (now dated) comparison of
attendees and non-attendees at a pre-pregnancy care clinic in Edinburgh, Steel et al. (1990)
found that non-attendees were significantly younger, more likely to smoke, less likely to be
married and of lower economic class (Steel et al., 1990). The recent NPID Audit data support this
criticism, and these data show how pregnancy preparation rates decrease in line with
deprivation, and that the rates were lowest in women from the most deprived communities (NHS
Digital, 2021a, 2021b). When compared against the NICE (2015a) NG3 guidelines, only 6.5% of
women with type 1 diabetes and 9% of women with type 2 diabetes who lived in the most
deprived quintile were ‘optimally’ prepared for pregnancy, compared with 21% of women with
type 1 diabetes and 22% women with type 2 diabetes in the least deprived quintile (NHS Digital,
2021b).

The 2016 systematic review by Forde, Patelarou and Forbes, although small, with only seven
included studies, explored the experiences of pre-pregnancy care for women with type 2
diabetes (n=28) and healthcare professionals (n=83). It brought to light how unconscious
prejudices, biases and assumptions may exist about the reproductive readiness of women with
diabetes, which may in turn affect the quality of advice provided by healthcare professionals
(Forde, Patelarou and Forbes, 2016). For example, the systematic review reported how some

women felt that healthcare professionals did not fully consider their reproductive needs or
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provide support to access pre-pregnancy care due to biased views about their age or weight and
blood glucose control (Forde, Patelarou and Forbes, 2016). It was acknowledged by some
healthcare professionals, although it was not clear how many, that women with type 2 diabetes
were not routinely considered in terms of their reproductive potential, and may, in some cases
hold negative views, particularly in relation to weight, and thus, pre-pregnancy care was not
always incorporated into care for these women (Forde, Patelarou and Forbes, 2016; Spence et
al., 2010). These findings were replicated in Forde et al.’s 2020 qualitative study involving semi-
structured interviews with 30 women with type 2 diabetes and 22 healthcare professions. The
women who participated were mostly obese, of black or Asian ethnicity (80%) and from areas of
high deprivation (70%) (Forde et al., 2020). Both groups had negative perceptions of type 2
diabetes, lacked pre-pregnancy awareness, and communication between the groups was found
to be unhelpful in eliciting reproductive intentions (Forde et al., 2020). Forde et al. (2020)
identified the limited capacity for healthcare professionals in primary care to provide pre-
pregnancy care, and overall, a lack of systemic processes meant that the reproductive healthcare
needs of this group were not found to be embedded into their mainstream diabetes

management.

In an attempt to increase uptake rates, and in recognition that most women do not ‘plan’ their
pregnancies (Tommy’s, 2018), Stephenson et al., (2021) suggest that preconception advice
should be proffered to every woman of childbearing age with diabetes at every opportunity. This
pragmatic view recognises that women, especially those with type 2 diabetes, may only spend a
few hours in contact with healthcare professionals each year (Department of Health, 2001).
Some women may be receptive to discussions about pregnancy planning when raised by the
healthcare professional. Findings from a focus group by Chaung et al. (2010) involving 16 self-
reported participants with diabetes recruited from a small community in Pennsylvania, USA,
reported that some women found it hard to raise the issue of pregnancy planning. However, it is
not transparent how many women felt this way and the generalisability of these findings is
limited by the small sample. Conversely, receiving untimely advice that is deemed irrelevant may
be a disincentive to women accessing pre-pregnancy care (Earle et al., 2017). Treating all women

with diabetes as ‘potentially pregnant’ (Forde, Patelarou and Forbes, 2016) and routinely
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broaching the subject without prior consideration of women’s individual needs may not be the

most effective approach (Earle et al., 2017).

A further limitation of pre-pregnancy care provision is the inconsistencies in care provision across
providers and barriers to access. In the UK, women with diabetes receive care across both
primary and secondary care settings; there is a particular challenge to ensure entry points to pre-
pregnancy care are easy to access and care is delivered collaboratively across professional
services (Earle et al., 2017; Forde et al., 2020). Most pre-pregnancy care is located in specialist
diabetic centres, and so services are more likely to be integrated with type 1 diabetes services
(Forde, Patelarou and Forbes, 2016). In contrast, most routine type 2 diabetes care is delivered in
primary care (Forde, Patelarou and Forbes, 2016; Forde et al., 2020). Such a disassociation may
impact the accessibility of pre-pregnancy care to women with type 2 diabetes and may restrict
their access to healthcare professionals with the appropriate expertise, as not all healthcare
professionals are aware of the specific issues surrounding type 2 diabetes and pregnancy (Forde,
Patelarou and Forbes, 2016; Klein et al., 2017; Murphy et al., 2011). Furthermore, women with
type 2 diabetes may face an additional barrier to accessing pre-pregnancy care, as a result of

resource constraints and either implicit or explicit care rationing (Earle et al., 2017).

There was a perception among some healthcare professionals in the study of type 2 diabetes
women by Forde, Patelarou and Forbes (2016) that it was a waste of resources to refer a woman
with type 2 diabetes to a specialist pre-pregnancy care clinic if they were not actively planning
pregnancy, with some healthcare professionals unaware type 2 diabetes required pre-pregnancy
care and with some falsely believing that care should only be optimised once pregnant. This
highlights the pervasive false dichotomy that pregnancy is either planned or unplanned (Earle,
2004). At the end of the day, care systems are not orientated to providing preventative care,
such as pre-pregnancy care, and there are inherent difficulties in trying to incorporate a pre-
pregnancy care strategy within a care system that is already over-burdened (Forde, Patelarou
and Forbes, 2016). This may have been further intensified by the effect of austerity and the

fracturing of reproductive health clinics.

Yamamoto et al. (2018) have recently developed, implemented and evaluated the first

community-based pre-pregnancy care programmes for women with diabetes, with a focus on
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engaging primary-care teams. This intervention was limited by the short duration (17 months) of
the study and relatively small cohort (n=842 total; n=502 before pre-pregnancy care and n=340
after pre-pregnancy care), which meant it was unable to detect differences in adverse pregnancy
outcomes. However, improvements in pregnancy preparation after the intervention for women
with type 2 diabetes were significant, with a threefold improvement of pregnancy preparation
among women with type 2 diabetes, almost 60% of whom reached the target HbAlc at
conception and 50% were taking folic acid, and women with type 1 diabetes presented earlier for
antenatal care (Yamamoto et al., 2018). Overall, the number of women considered to be
‘optimally prepared’ for pregnancy as per the NICE (2015a) guidelines doubled, from one in
fourteen women to one in seven women (Yamamoto et al., 2018). As this pre-pregnancy care
intervention was multi-faceted (it included pre-pregnancy care leaflets, electronic preconception
care templates, online education modules and resources, and regional meetings and educational
events), it was not possible to identify the most effective component of the programme, and
there was a lack of information on important confounders, such as diabetes duration, smoking
and social disadvantage (Yamamoto et al., 2018). Notwithstanding, complex problems need
multi-faceted solutions (Hopkins et al., 2023), and this relatively simple and inexpensive
intervention, with an estimated intervention cost of £49,476 per annum, has the potential to be
reproduced in other regions. It offers evidence that such interventions offer a good financial
return on the investment required, with the cost of delivering the programme less than the
excess cost of managing adverse pregnancy outcomes (Egan et al., 2016; Yamamoto et al., 2018).
This is an important finding because until recently, the unknown economic benefits of providing
pre-pregnancy care had been a barrier to health care providers establishing a service (Egan et al.,

2016).

In summary, care systems are not orientated to providing preventative care, such as pre-
pregnancy care, and there are inherent difficulties in trying to incorporate a pre-pregnancy care
strategy within a care system that is already over-burdened (Forde, Patelarou and Forbes, 2016).
Fundamental to improving the service to women with diabetes is local services (diabetes,
maternity, primary care, public health and commissioning teams) working collaboratively to
create coordinated national initiatives (NHS Digital, 2021a). Furthermore, improving pregnancy

preparation requires recognition that over half of women with diabetes have type 2 diabetes,
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over half are of non-white ethnicity and a high proportion are from areas of social deprivation.
Therefore, specific initiatives to provide information, education and support to overcome social,
cultural and economic barriers are needed, whilst recognising sociocultural differences and
remaining sensitive to women’s desires to have a family alongside optimising the health outcome
for both mother and child (Hopkins et al., 2023; NHS Digital, 2019; Earl et al., 2017). There is a
need for a blended and collaborative care approach, whereby women are provided with reliable,
consistent information across services regardless of which healthcare professional is giving the

message (Forde, Patelarou and Forbes, 2016; Hopkins et al., 2023).

2.3.10 The inter-pregnancy interval: the focus of this research

Many women with diabetes who experience baby loss will become pregnant again soon
afterwards, with a median inter-pregnancy interval of only 12 months (Tennant et al., 2015).
The short inter-pregnancy interval means there is only a small window of opportunity to support

women to grieve for their baby and ‘prepare’ for their next pregnancy.

Both bereavement support and pre-pregnancy care have the potential to play a key role in
supporting women with diabetes to grieve for their loss and prepare for subsequent pregnancy.
Women with diabetes have specific needs concerning the disenfranchised and complicated
nature of their grief and the additional burden of being required to ‘prepare’ for a subsequent
‘risky” pregnancy within a small timeframe, indicating that this group may benefit from more

specialised care in the inter-pregnancy interval.

The inter-pregnancy interval is an opportune time to target pre-pregnancy care at a group who
largely have pregnancy intentions, to help ensure they are supported to prepare for pregnancy
the best they can, given the circumstances, and to reduce the risks of baby loss and pregnancy
complications. It is possible that women who experience a baby loss are more likely to be aware
of pre-pregnancy care services (Richmond, 2009). However, awareness does not necessarily
increase the likelihood of attending (Lavender, 2010; Murphy et al., 2010b). Indeed, pregnancy
preparation was found to be no more likely in the subsequent pregnancy after a baby loss (NHS
Digital, 2021a; Tennant et al., 2015). A better understanding of what it is like to experience the
inter-pregnancy interval might help unpack some of the barriers to the uptake of pre-pregnancy

care.
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2.3.11 Summary of diabetes and pregnancy section

Type 1 and type 2 diabetes are distinct and different conditions, but both are associated with a
similar level of baby loss (Macintosh et al., 2006). The risk of baby loss can be reduced if
pregnancy is carefully planned and prepared (NICE, 2015a), but around half of pregnancies
among women with diabetes are unplanned (Holing et al., 1998; Murphy et al., 2010a; Tennant
et al., 2015), which suggests that ‘planning and preparing’ for pregnancy is an idealist assumption

and not in keeping with the social norms.

Optimal preparation, as outlined in the NICE (2015a) NG3 preconception guidelines, includes
managing blood glucose levels, taking a high dose of folic acid and stopping any teratogenic
medication that might harm the developing fetus. However, preparing for pregnancy is not easy
for women with diabetes. The 2020 NPID Audit data shows that only one in eight women with
diabetes is considered ‘optimally prepared’ for pregnancy (NHS Digital, 2021a, 2021b), suggesting
the knowledge base for how to manage diabetes ahead of pregnancy is not as stable and
coherent as assumed. Suggestions to improve pregnancy preparation among women with
diabetes tend to be individualistic in scope and point to ‘more of the same’, perhaps with a
‘better pre-pregnancy service’, instead of rethinking why the current approach is not working. A
systems approach, that considers how discussions of contraception and pregnancy can be
embedded into routine care to better reach women with diabetes who may not be ‘planning’ a

pregnancy, may be more effective.

Pre-pregnancy care has been shown to improve pregnancy preparation, but uptake of care is
poor even after a baby loss. There is a gap in understanding why women with diabetes do not
access pre-pregnancy care in the inter-pregnancy interval and do not prepare for pregnancy,
given the strength of evidence that shows that pre-pregnancy care can reduce the risk of baby

loss.

2.4 Summary of the literature review

Many women with diabetes will go on to have a subsequent pregnancy shortly after baby loss. It
is, therefore, crucial that reproductive health, diabetes and baby loss are not considered in

isolation. By drawing together the literature surrounding baby loss, diabetes and pregnancy after
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loss, this chapter has highlighted how women with diabetes who have experienced a baby loss
are subjected to and required to manage many tensions in the inter-pregnancy interval. These
include the potential to experience grief compounded by disenfranchisement and complicated by
stigmatising ‘problematic social emotions’, and the moralistic and idealistic judgements
surrounding the requirement to plan and prepare for pregnancy. There is a general lack of pre-
pregnancy care for women, but this impacts women with diabetes hardest because they have the

most to gain from it.

Women with diabetes who have experienced a baby loss currently fall into a gap in the inter-
pregnancy interval, as their needs are not being met by existing guidance, which has severe
implications for subsequent pregnancy preparation. Existing preconception guidance fails to
cross-reference the specific needs of women with diabetes who have experienced a baby loss,
even though this group is much more likely to experience a baby loss. There has been a growing
awareness and understanding of the bereavement process following a baby loss, with guidance
available to support subsequent pregnancies (Henley and Schott, 2008; Sands, 2022a). There is
also guidance available to women with diabetes about preparing for pregnancy (NICE, 2015a;
Diabetes UK, 2022), but neither guidance cross-references the specific needs of women with
diabetes who have experienced a baby loss, even though this group is much more likely to

experience an adverse pregnancy outcome.

There is an urgent need to better understand the decision-making process, support requirements
and challenges that women with diabetes face in the inter-pregnancy interval. Women with
diabetes are not a homogenous group, and the determinants of their poor pregnancy outcomes
are complex. There is a need to tease out some of the reasons women with diabetes are not able
to achieve ‘optimal’ preparation for pregnancy using a different approach to the current

biomedical and individualistic ways of thinking.

2.4.1 The gap in understanding and rationale for study

Even though women with diabetes are at a higher risk of experiencing a baby loss, little is known
about women with diabetes’ decisions around and experiences of becoming pregnant again after
baby loss and their support requirements. Improving pregnancy outcomes for women with

diabetes is a priority area for research and improving pregnancy preparation is a key part of the
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solution (Schaefer-Graf et al., 2018). The 2020 NPID Audit Report evidenced that current
healthcare system approaches to pre-pregnancy care are not working for most women with pre-
existing diabetes (NHS Digital, 2021a). There is an urgent need to address the gap in
understanding why women with diabetes do not access pre-pregnancy care in the inter-
pregnancy interval and do not prepare for pregnancy, considering it can reduce the risk of baby
loss. To my knowledge, no studies currently focus on the lived experience of the inter-pregnancy
interval among women with diabetes and how these experiences impact the uptake of pre-
pregnancy care. There is also a gap in understanding of how postnatal bereavement support
should consider the context of diabetes and link with support for preparation for a subsequent
pregnancy and the best approach to support women to prepare for pregnancy in the inter-
pregnancy interval. There is a clear need to address these gaps in knowledge to understand and
better address the needs of follow-up care for women with diabetes who experience baby loss
and how bereavement services can be addressed to integrate better with pregnancy preparation

services.

2.5 Research Questions

The research question asks: how can more women with diabetes be supported to prepare for

pregnancy after a baby loss?

2.5.1 Research sub-questions:

e How should postnatal bereavement support consider the context of diabetes and link
with support for subsequent pregnancies?

e Do women with diabetes have specific and different needs in the inter-pregnancy interval
that are not currently being met by existing guidance?

e How could care provision be changed to enhance health outcomes?

2.6 Research Aims

This PhD project aims:

(1) To explore and better understand the holistic experiences of preparing for pregnancy

after baby loss among women with pre-existing diabetes.
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(2) To explore and better understand healthcare professionals’ perspectives (for example,
diabetes specialist nurses and midwives, obstetricians, diabetes physicians, and primary care
staff) on providing pre-pregnancy care to women with pre-existing diabetes who have

experienced a baby loss.

2.7 Research Objectives

The research objectives are:

1) To explore and analyse the views and experiences of women with diabetes who have

experienced baby loss and successfully completed a subsequent pregnancy.

2) To explore and analyse the views and experiences of healthcare professionals responsible
for caring for pregnant women with diabetes relating to postnatal care for pregnancies

ending in baby loss and preparation for a subsequent pregnancy.

3) To develop recommendations to improve the support provided after a baby loss to help

women with diabetes improve preparation for future pregnancies.

It was essential to engage with women with diabetes to explore the lived experience of preparing
for pregnancy after a baby loss in the context of diabetes and to better understand the needs of
this group. Interviews with healthcare professionals were also crucial for better understanding
the professional perspectives of providing care for women with diabetes after a baby loss. Their

views are analytically underdeveloped in the literature (Dyer et al., 2019).

By exploring these different dimensions, the findings from this study have identified several gaps
in research relating to the experiences and care provided in the inter-pregnancy interval after a
baby loss for women with diabetes. The findings shed light on some of the challenges women
with diabetes faced when preparing for a subsequent pregnancy after baby loss, which in turn,

helped to highlight where changes could be made to improve care for this group.

39



Chapter 3. Philosophical assumptions and theoretical frameworks
3.1 Introduction

This chapter demonstrates how | considered the research design to ensure the elements (project
aims, purpose, philosophical, theoretical and methodological assumptions) fitted together to
provide “conceptual coherence” (Braun and Clarke, 2013; 2022, p. 167). Locating myself in this
way, being aware of the philosophical and theoretical assumptions that informed my research
helped ensure theory and practice aligned, and in doing so, conferred “methodological integrity”,

analytic power and analytic validity (Braun and Clarke, 2022, p. 167).

| found it helpful, like Guba and Lincoln (1994), Crotty (1998), Creswell (2012) and Braun and
Clarke (2022), to view the philosophical assumptions underpinning my research as connected -
ontological positions (the theories of reality, see section 3.2.1) tend to give rise to certain
epistemological (theories of knowledge, see section 3.2.2) and axiological positions (theories of
values, see section 3.2.3) (Braun and Clarke, 2022; Creswell, 2012; Crotty, 1998; Guba and
Lincoln, 1994). These, in turn, guided the choice of interpretive and theoretical frameworks (see
sections 3.3 and 3.4) and informed and influenced the methodology and methods used in the
research process (Chapter Four) (Creswell, 2012). In practice, research is not linear in this way

but iterative. Nonetheless, Figure 3.1 illustrates this ‘order of influence’ (Guba and Lincoln, 1994).
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OVERARCHING PHILOSOPHICAL
INFLUENCE

"Big theory"

THEORIES OF REALITY
Ontological outlook
"what is reality?"

THEORIES OF KNOWLEDGE
Epistemological outlook
"how to understand reality"

Figure 3.1: The ‘order of influence’ used to structure the theory chapter (Braun and Clarke, 2022;
Creswell, 2012; Crotty, 1998; Guba and Lincoln, 1994).

The ‘order of influence’ (Guba and Lincoln, 1994), illustrated in Figure 3.1, was also used to
structure this chapter. The chapter begins by defining my beliefs and philosophical assumptions,
showing why and how they were incorporated into this research and how they, in turn, informed
my choice of theoretical frameworks that guided my research (Creswell, 2012). | go on to
introduce the overarching interpretive framework of social constructionism. Following this, the
theoretical frameworks which helped to facilitate part two of data analysis and address the
research problems are identified: liminality; the biomedicalisation of diabetes and pregnancy;

neoliberal strategies of responsibilisation; and stigma syndemics.
3.2 Overarching philosophical assumptions or ‘Big Theory’

Simply put, philosophy involves using abstract beliefs and ideas to inform our research (Creswell,

2012). Our beliefs and philosophical assumptions are inherent and instilled in us over our
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lifetimes; through our experiences, training, and the communities we live in (Creswell, 2012). As

succinctly put by Creswell (2012, p. 15):

"Whether we are aware of it or not, we always bring certain beliefs and
philosophical assumptions to our research. Sometimes these are deeply ingrained
views about the types of problems that we need to study, what research

questions to ask, or how we go about gathering data” (Creswell, 2012, p. 15).

Philosophical assumptions, therefore, are present at the conception of a research idea (Creswell,
2012) and form the foundations for our research (Braun and Clarke, 2022). However, it can be
notoriously difficult to lay bare our beliefs and assumptions when they are so deeply ingrained
and abstract that it is hard to pinpoint them. Braun and Clarke (2022) liken philosophical
assumptions to "the oxygen for our research”, which surrounds and permeates our practice,
even if one does not want to think about it (Braun and Clarke, 2022, p. 156). Research cannot
take place in a vacuum. Even if researchers fail to acknowledge their theoretical assumptions
about reality and what constitutes meaningful knowledge, it still exists, and ignoring it constitutes

poor practice (Braun and Clarke, 2022).

| took a qualitative approach to this research. In the broadest sense, | was interested in “process
and meaning over cause and effect” (Braun and Clarke, 2022, p. 7). More specifically, | sought to
understand situated meanings to generate contextualised knowledge (Braun and Clarke, 2022).
This contrasts with the purpose of research in a quantitative paradigm, which seeks to record and
understand a singular truth (Braun and Clarke, 2022); the ‘when’, ‘what’ and ‘where’ questions
rather than ‘how’ and ‘why’ (Creswell, 2012). Qualitative research has no interest in “the idea of
a singular universal truth to be discovered” (Braun and Clarke, 2022, p. 7), which can mean it
continues to “earn its place” in academia (Morse, 2020, p.1). However, qualitative approaches
have become increasingly valued in health research for the rich, nuanced insight and

interpretation of lived experience they provide for policy and practice (Renjith et al., 2021).

A qualitative, experiential approach was appropriate as | sought to explore and develop an
understanding of how care in the inter-pregnancy interval could be improved for women with
diabetes. | was interested in exploring th