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Thesis Portfolio Abstract

Background: Hyperemesis gravidarum (HG) is a rare complication of pregnancy involving severe
nausea and/or vomiting, having a profound physiological, psychological, social, and
occupational impact on the individual. This thesis aims to improve understanding of HG by

studying lived experiences so that services can be designed to provide effective care and support.

Aim: The first chapter of this thesis consists of a systematic review and meta-ethnography
seeking to explore and synthesise the existing published qualitative research drawing on
perspectives of those with lived experience of HG. The second chapter comprises of an
interpretative phenomenological analysis (IPA) focused on first encounters with HG and what

others contribute to that lived experience.

Methods: For the systematic review, an updated version of Noblit and Hare’s (1988) seven-step
approach to meta-ethnography was utilised. MEDLINE, PsycINFO, Embase, CINAHL, and
ProQuest were searched electronically. The Critical Appraisal Skills Programme checklist was
utilised for quality appraisal. For the empirical project, lived experiences of HG were explored
using IPA. Eight women were recruited via social media. Video interviews were performed

remotely and transcribed verbatim.

Results: The meta-ethnography included synthesis of twelve qualitative studies. Three main
themes emerged: “...one of the hardest things | have ever gone through”; ‘Trying to make sense’;
and ‘What does and doesn’t help?’ The IPA included an overarching theme; ‘Journey to
understanding’, which encapsulated four main themes: “What’s wrong with me?”, ‘{(How) Can we

get through this?’, “‘What others bring to the HG experience’, and ‘Looking back, looking ahead’.

Conclusion: This thesis contributes to the existing literature by deepening understanding of HG

and highlighting that individuals lacking an illness prototype are more vulnerable to dismissive



and misinformed interactions which can contribute to self-blame and isolation. The severe,
multifaceted impact of HG was highlighted and explored in depth, demonstrating a need for
understanding and support from professionals and individual support networks. Existing HG
research has contributed to a partial understanding of the phenomena and has informed
guidelines; however, the IPA findings suggest said guidelines are not being uniformly
implemented. Roles for clinical psychologists are proposed to support with the psychological
impact during and after HG experiences and with the development of psychologically informed
services. Suggestions for future research and clinical improvements follow based on the meta-

ethnography and IPA.



Thesis Portfolio Lay Summary

Hyperemesis gravidarum (HG) is a severe form of morning sickness which can last up to the
whole pregnancy for up to 3 out of every 100 pregnancies. The condition is overwhelming and
affects every area of the pregnant person’s life and can also impact greatly on their family and
others around them. There are health risks to both the pregnant individual and the child exposed
to HG during pregnancy, which can be fatal in rare instances. Because most have heard of
morning sickness but not HG, trying to figure out why symptoms are so severe can be confusing.
Others are similarly unaware of HG, so speaking to partners, family, friends, employers, and even
health professionals can be difficult as many assume it is morning sickness and not something
more serious and disabling. Individuals with HG can become isolated and often have
complicated experiences with health services in terms of having their condition recognised then
treated appropriately. Some struggle so much that they terminate pregnancies they had wanted
or decide they won’t have any more children for fear of having HG again. Many report a significant
mental health impact during and after their HG experiences. Some research has been done but

there are lots of unanswered questions about HG and room for health services to improve.

A systematic review and meta-ethnography were completed to find out what research had
already been done which focused on the views of individuals who have suffered through HG and
to see whether extra insight could be gained from comparing this previous work. This involved
completing a thorough online search for published work focusing on individual experiences of
HG, then checking the quality of the twelve pieces of research which were found. Three main
broad topics were found, the first highlighting how varied and overwhelming the impact of HG is,
the next about how people try to understand what’s happening to them, and the last about what
people find helpful and unhelpful. The review showed that the most vulnerable to the worst
experiences were those without previous awareness of HG because they were more confused

themselves and they were more easily influenced by others (often for the worse).



Compassionate, understanding support from others seemed valuable, as did access to peer-
support if possible. Recommendations were made for more research and improvements to

clinical practice.

An original study was also carried out using a type of research called interpretative
phenomenological analysis (IPA). This involved the researcher doing online video interviews with
eight women found through social media about their first experiences of HG. At the broadest
level, it seemed clear the women all went through a journey of developing understanding of what
was happening as they went through their HG experiences. Other broad topics included dealing
with the initial shock of the range of symptoms HG includes, trying to figure out if it’s going to be
possible to get through the pregnancy, how other people contribute to the experience, and what
it’s like to look back on HG and consider the future when the pregnancy finishes. The IPA helped
understand more about first experiences of HG and some of the ways healthcare experiences

could be better.
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Abstract

Background: Hyperemesis gravidarum is a rare complication of pregnancy involving severe
nausea and/or vomiting, having a profound physiological, psychological, social, and
occupational impact on the individual. More must be understood about the lived experience of
hyperemesis gravidarum so that services can be designed to provide effective care and support.
Research on lived experiences of hyperemesis gravidarum has been sporadic and of varying

quality despite the high level of need.

Aim: This systematic review and meta-ethnography sought to synthesise research relating to
individuals’ hyperemesis gravidarum experiences to build towards a comprehensive

understanding of the phenomenon.

Methods: An updated version of Noblit and Hare’s (1988) seven-step approach to meta-
ethnography was utilised to systematically seek then synthesise qualitative studies focused on
experiences of individuals with hyperemesis gravidarum. MEDLINE, PsycINFO, Embase,
CINAHL, and ProQuest were searched electronically. The Critical Appraisal Skills Programme

checklist was utilised for quality appraisal.

Results: The final sample included twelve qualitative studies. Three main themes emerged:
“..one of the hardest things | have ever gone through”; ‘Trying to make sense’; and ‘What does

and doesn’t help?’

Conclusion: This synthesis highlights that individuals lacking an illness prototype for
hyperemesis gravidarum are more vulnerable to dismissive and misinformed interactions which
can contribute to self-blame and isolation. The severe, multifaceted impact of hyperemesis

gravidarum was highlighted and explored in depth, demonstrating a need for understanding and



support from professionals and individual support networks. The influence of others on dynamic
sense-making throughout highlights why social influence can be positive or negative. Research

and clinical implications are discussed in the context of the review’s results and limitations.

Keywords: Hyperemesis gravidarum, HG, Nausea and vomiting of pregnancy, Meta-
ethnography, Women’s experiences, Qualitative, Systematic review, Pregnancy sickness,

Perinatal mental health, Women’s health, Complications of preghancy



Introduction

Some degree of nausea and vomiting of pregnancy (NVP), or what is often referred to as ‘morning
sickness’, isreported as affecting up to 70% of pregnant individuals during the initial trimester [1].
Between 0.3-3.6% of pregnant individuals are afflicted by a severe form of NVP known as
hyperemesis gravidarum (HG), the research on which has highlighted profound physiological,
psychological and social impact [2]. Building a comprehensive research literature on HG has
been a challenge due to variations in how it has been defined diagnostically internationally [3].
This task will hopefully be made easier now that a multi-national collaboration has arrived at the
Windsor Definition, which defines HG as beginning within the 1°* 16 weeks of pregnancy, involves
severe levels of vomiting and/or nausea, being unable to drink and/or eat normally, and interferes
with the ability to perform normal daily behaviours [3]. Alongside what is listed in the diagnostic
criteria, potentially fatal health outcomes for the pregnant individual include refeeding syndrome
brought on due to difficulties in how one regains nutrition following an episode of
malnourishment [4, 5] and Wernicke’s encephalopathy related to thiamine deficiency [6]. There
is also evidence of HG impacting the child exposed to HG during pregnancy in ways which could
inform development and outcomes in later life [7], including increased risk of lower birth weight,
being born small for gestational age, and prematurity [4]. A recent review of child health
outcomes advised caution due to the quality of evidence, but listed slightly increased rates of

neurodevelopmental disorders, mental health presentations and testicular cancer [8].

There are several aetiological theories relatingto HG in contemporary research including features
relating to hormones, immunology, genetics and infective factors [1, 9, 10]. Prior to the
emergence of these more recent theories, there has been a legacy of suggested psychosomatic
causation contextualising HG as being linked to hysteria [11] or as a neurotic conversion disorder
[12]. When subject to scrutiny in more recent reviews, the evidence in support of psychogenic

causality of HG has been found to be lacking in empirical rigour [13, 14]. Despite this, there is



evidence that these less well-founded aetiological theories are still influential and present in
some accounts of individuals trying to access medical care and support when suffering from HG,
suggesting updates in the research literature have not filtered into wider awareness uniformly
[15]. Contributors to the area of HG research such as Munch [14] have theorised that this could
be an example of gender bias in women’s health related medical research, as it has been
highlighted by other researchers that after psychogenic causation has been mooted, it can be

very persistent [16].

Gradual progress appears to be being made in terms of healthcare providers such as the National
Health Service (NHS) having access to recently updated guidelines such as those originally
published in 2016 by the Royal College of Obstetrics and Gynaecology [17]. These guidelines are
noteworthy for acknowledging the psychological impact of HG as well as the importance of
psychologically informed care. The guidelines also advise consideration of signposting to peer
support or referral to specialist mental health services if appropriate. The organisation was also
careful to demonstrate an awareness of the aforementioned aetiological history by stating their
mental health recommendations are an acknowledgement that these difficulties often arise not
as a cause of HG, but as a consequence. The recommendations are contextualised by citing
research which has found higher levels of post-traumatic stress symptoms [18], greater rates of
psychological distress and depression compared to non-HG expectant mothers as well as
greater levels of somatisation [19]. Rates of both anxiety and depression were found to be higher
in those with HG [20] and research would suggest the psychological impact can continue after

birth [21].

Further hope can be taken from the more active acknowledgement of mental health needs in the
perinatal period by the Scottish Government [22] via strategic funding commitments. Investment
in research and improved healthcare standards for those suffering from HG also seems logical

from an economic standpoint, as the impact of NVP in general has been estimated at over £62m



annually [23]. Figures specific to what proportion of those estimated costs are attributable to HG
are not given within that article, however as HG is a severe form of NVP and is characterised by
higher rates of hospitalisation and disruption to work attendance it is likely they would account
for a disproportionate amount of economic impact relative to those with lesser NVP severity.
Higher rates of negative outcomes linked to HG such as termination of wanted pregnancies,
suicidal ideation, depression, and anxiety have been highlighted in those with negative
experiences of engagement with medical staff [15, 24]. An action research study captured
perspectives from the providers of medical care to patients presenting with HG as well as HG
patients. The former included themes such as attributing psychosocial causation to symptoms,
scepticism about symptom severity and querying the validity of hospitalisation of those with HG,
while the latter included feeling unpopular with healthcare staff and undeserving of medical care
[25]. Further research exploring why healthcare staff hold these views would be beneficial to

understanding whether this is the result of a lack of up-to-date HG knowledge.

A previous systematic review on qualitative studies on varying severities of NVP certainly
highlighted a need for further high-quality research in this area, but did not focus exclusively on
HG or on the perspectives of those with HG [26]. Recommendations included attending more
deliberately to geographic and socioeconomic diversity and exploring how HG affects different
groups, such as those with children to look after already. The most prominent psychosocial
themes included social isolation; suicidal ideation, termination of pregnancy; a sense of dying;
difficulties caring for self and others; and psychological difficulties. These psychological
difficulties included guilt, loss of self, depression, and anxiety. A need to take time off work and
changing plans to have more children were also highlighted as subthemes [26]. One reviewed
paper also highlighted that their sample included instances in which occupational difficulties
had led to job loss and relationship strain had resulted in divorce [15]. Future research would

benefit from actively exploring occupational expectations and impact in relation to HG.

10



The present review seeks to address the research gap of there not having been a systematic
review of qualitative studies exclusively focused on HG. A review focused solely on HG from the
perspective of the pregnant individual provides an opportunity to tap into unique aspects of living
through this condition that help distinguish it from milder forms of NVP. The impact of HG is
clearly significant on the individual, their family, and the wider systems they interact with, and so
to try to make this review as helpful as possible in terms of informing policy from a qualitative
perspective, the questions of ‘What is experienced as easing burden whilst living with HG?’ and

‘What is experienced as increasing burden whilst living with HG?’ will be held in mind.
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Methodology

The guidelines provided by the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) and Meta-ethnography Reporting Guidance (eMERGe) were consulted for this
review [27, 28]. The methodology of meta-ethnography was felt to be well suited to this task as it
provides the opportunity to go beyond the conclusions of the source papers, whilst still grounding
conclusionsinthe original data [29]. The review was registered with the International Prospective
Register of Systematic Reviews (PROSPERO) on 10" July 2023 (Registration number:

CRD42023442017).

An updated version of Noblit and Hare’s [30] seven-step approach to meta-ethnography was
utilised [29, 30]. These stepsincluded: 1) getting started; 2) deciding what s relevant to the initial
interest; 3) reading the studies and extracting data; 4) determining how the studies are related; 5)
translating the studies into each other; 6) synthesising the translations; and 7) expressing the
synthesis [30]. The updated version includes greater detail for steps 4-6 as these have previously

been described as the most difficult to perform and with least guidance available [29].

Efforts to perform the meta-ethnography in as standardised a fashion as possible were taken to
address the common critique that this methodology has historically been inconsistently applied
[31]. This was done by consulting the eMERGe guidelines and Sattar and colleagues’ [29]

updated seven-step process.
Search strategy and process

On 10™ July 2023, MEDLINE, PsycINFO, Embase, CINAHL, and ProQuest were searched
electronically. Manualreference and citation list checks were also conducted of relevant studies
between 10" July and 14" August 2023. The search was repeated on 19" January 2024 prior to

analysis. The search terms shown in Table 1 were developed by recording the various keywords

12



and synonyms used throughout references as they were discovered in addition to MeSH terms

until no novel terms were being discovered.

Table 1 - Search Terms

HG Synonyms Qualitative Synonyms

“hyperemesis” “experience*”

“severe nause*...pregnan*” “attitude*”

“severe vomit*...pregnan*” “perception*”

“severe morning sickness” “belief*”

“pernicious vomit*...pregnan*” “perspective*”

“pernicious nausea*...pregnan*” “quality of life”

“intractable vomit*...pregnan*” “psychosocial aspects”

“intractable nausea*...pregnan*” “preference*”
“thematic analysis”
“gualitative”
“grounded theor*”
“phenomenological”
“satisfaction”

Inclusion and exclusion criteria

The present systematic review included studies which satisfied the following criteria: 1) utilised
a primarily qualitative methodology; 2) focused on the experience of HG; 3) included qualitative
data from individuals with first-hand experience of actively suffering or having suffered HG; 4)
published in a peer-reviewed journal; 5) based on qualitative analysis of primary data; 6)
published in English. Having consulted an expert in the field of HG, severe nausea and vomiting

of pregnancy was accepted as a synonym for HG when searching for appropriate literature.

The review excluded studies if: 1) data related to the first-hand experience of HG was not explicitly
reported on; 2) others’ perspectives are the primary focus of the study (e.g., partners or
healthcare staff); 3) severity of nausea and vomiting of pregnancy does not meet threshold for HG
(e.g., mild or moderate NVP); 4) quantitative or mixed methodologies were used; 5) secondary
analysis was the focus (e.g., reviews); and 6) they were not published in a peer reviewed journal

(e.g., dissertations).
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Study selection process and outcome

A flowchart describing the study selection process was included in accordance with PRISMA
guidelines (Fig 1) [27]. ‘Covidence’, an online systematic review management tool was utilised
throughout the study selection process. From the number of studies returned from search
(N=1343), duplicates were removed (N=469), leaving the titles and abstracts of the remainder
(N=874) to be screened against the inclusion and exclusion criteria of the review. The lead
researcher (NM) screened all titles and abstracts whilst a second reviewer (JK) screened just over
20% (N=198). Disagreements regarding screening outcome were resolved via discussion and
more detailed consultation of the inclusion and exclusion criteria. Based on titles and abstracts,
studies which did not meet inclusion criteria or ran afoul of exclusion criteria (N=818) were

deemed irrelevant to the review.

Full texts of the remaining studies (N=56) were then screened by the lead researcher, once again
using the review’s inclusion and exclusion criteria. A total of forty-four studies were excluded at
this stage: twenty-nine were not the sought-after study design; four were not focused solely on
those with first-hand HG experience; three were not published in English; one was not exclusively
focused on the experience of HG; and seven were classified as grey literature. The grey literature
included a mixture of theses and articles from publications without peer-review processes in
place. These were excluded partly to ensure quality in case of articles not subject to peer-review,
but also because some thesis data was analysed in the form of subsequent peer-reviewed
publications included in the review. One further paper meeting the review criteria was found to
have been published between the original literature search and when the database search was

repeated in January 2024, which was added to the previously identified papers for review.
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Fig 1 - PRISMA Flowchart of Study Selection Process [27]

Quality appraisal process

Several quality appraisal tools were considered: Evaluation Tool for Qualitative Studies [33],
Critical Appraisal Skills Programme (CASP) [34], Walsh and Downe’s checklist [35], and the

Joanna Briggs Institute checklist for Qualitative Research [36]. Based on its relative ease of use,
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recognition within qualitative evidence synthesis literature, the experience level of the reviewer,

and focus on relevance, the CASP checklist was selected.

The subjective nature of quality appraisal in qualitative evidence synthesis is well documented,
as is the question of benefit to the overall process [37]. In addition to a lack of consensus on how
to apply the available tools, there are also a great many overlapping tools to choose from [35].
Somewhat akin to the post-hoc sensitivity analyses described by Carroll and Booth [37], rather
than potentially exclude qualitative studies based on their quality, relative contributions, to the

overall analysis, of studies of varying ‘quality’ will be discussed.
Reading and data extraction approach

All papers were read at least twice in full by the lead reviewer, with notes taken throughout.
Various descriptive data was gathered informed by the Cochrane Collaboration Qualitative
Methods Group guidelines [38]. This data included the authors, year of publication, location of
sample, study aim, sample characteristics (such as age range), number in sample, specified
methodology (e.g. thematic analysis, interpretative phenomenological analysis), data collection
method (e.g. focus group, interview), and key themes. NVivo was used to organise the extraction
of themes and accompanying first- and second-order constructs from the data within each
included paper. Distinctions between first-, second- and third-order constructs are outlined in

Table 2.

Table 2 - Key Terms

Key Term Definition

First-order Construct Accounts and interpretations from
individuals about their experiences of HG

Second-order Construct Authors’ analysis and interpretations of
individuals’ accounts and interpretations of
their experiences of HG

Third-order Construct Qualitative evidence synthesis authors’ views
based on analysis and interpretations of the
first- and second-order constructs
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Determining how the studies are related

Guided by Sattar’s [29] updated meta-ethnography steps, a list of themes mentioned in each of
the included papers was made. This made it easier to deduce where the studies under review
differed or shared findings and conclusions. Categories were created to organise similar themes.
The descriptive features of the papers were also considered throughout this process so that it
was possible to comment on whether differing settings appeared to alter findings. All efforts to
organise and categorise the data were conducted iteratively and with regular reference back to
the source material from the included papers, in keeping with the original and updated meta-

ethnography guidance [29, 30].
Process of translating studies

This is one of the steps in Noblit and Hare’s original [30] guidance which Sattar [29] set out to
elaborate onin her updated guidance. The included papers were organised chronologically, then
the main themes from the earliest published paper [39] were outlined with care to acknowledge
the context this study was conducted in [29]. Paper 2 [40] was then subjected to the same
process, whilst also mentioning the ways it was similar or different to the first paper. This process
was repeated sequentially until a full synthesis of all primary author findings had been produced.

A journal was kept throughout this process to document decision making [29].
Synthesis process

The synthesis process refers to how the third-order constructs are arrived at; these are the
current review’s novel interpretations and analysis based on the first- and second-order
constructs summarised and translated in previous steps. This was another step in Noblit and
Hare’s original [30] guidance which Sattar [29] elaborated on. It should be noted that Sattar’s [29]
guidance does not represent a definitive ‘correct’ way to perform a meta-ethnography, but it does
move towards greater clarity and consistency for future research. As most studies included in
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this review had themes in common, a reciprocal translation was felt to be more appropriate than
a refutational synthesis, though what few points of divergence were found are discussed below.
Reciprocal translations are the recommended type of synthesis if the studies in question are
sufficiently similar in their focus and conclusions, whereas refutational synthesis would be the
recommended approach if the findings conflicted with each other. The reciprocal translation
phase involved reading the synthesis of primary data prepared during the previous step alongside
the table of translations grouped by category, then extracting the main points to form new third-

order constructs [29].

Following this, a lines of argument synthesis was conducted, which involved comparing different
configurations of the third-order constructs to iteratively arrive at a model which attempts to
understand how the different concepts relate to each other. This process was carried out in
consultation with author CP and various arrangements were considered before the final
synthesis was agreed upon. Reference to first-order constructs and contextual factors of the
source papers were key in deciding upon which was the most appropriate synthesis to best

represent the findings of this review.
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Results

Study characteristics

Twelve papers were included in this review which represent the experiences of 244 individuals
with experience of HG. Two of the included papers [39, 40] are different analyses of the same US-
based data, and so have only been counted once in terms of numbers of participants and number
of studies. One other study was based in the USA (n=2), two in Canada (n=2), two in Ireland (n=2)
and the rest in the Netherlands (n=1), the UK (n=1), Sweden (n=1), Australia (n=1), and Greece
(n=1). Five of the included papers were published between 2000-2006, whilst the other seven
were published within the last 10 years. Four of the studies reported utilising a mixture of
participants interviewed during the antenatal or postnatal period (n=4), with three recruiting
exclusively antenatally (n=3), two in the postnatal period (n=2), and it being unclear in the
remaining two (n=2). The most common means of gathering data was via individual interviews
(n=9), with one study utilising focus groups [41] and another analysing the content of online blogs
[42]. One study interviewed some participants twice then utilised a focus group to gather
feedback on the emergent theory [43]. One study utilised a follow-up session of more direct
questions after the initial interview [44]. Settings varied for the studies included, with four within
participants’ homes (or a location of their choosing) (n=4), three in tertiary care hospital settings
(n=3), two online (n=2), one on an antenatal care ward (n=1), and one at a research institute (n=1).

Table 3 summarises the study characteristics in full.
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Table 3: Summary of study characteristics

Timing, setting and

Authors(s) Number and | method of data
(Year) Age of collection, and Study Aim(s) Key Findings
Country participants | qualitative
methodology
What humanistic qualities of
q . Four main themes identified: “Believes patient’s
doctors are deemed important to ” , .
. story”; The context; Women’s responses to being
Munch women who have experienced HG, . , ) .
. . believed; Women’s responses to not being believed.
(2000) USA thereby contributing to patient . . ) ) )
, . ) ) Four sub-themes identified: Making the diagnosis;
[39] 13 antenatal & 83 satisfaction with the medical care . i i .
antenata received from ohvsicians who Delay in seeking medical care as a strategy; Patients
postnatal; tertiary 4 HG phy and self-doubt; Other health care professionals
96 women care hospital - Semi- | treate
aged 20-38 | structured This paper reports the qualitative
(mean 27.65) | telephone findings from a larger study
interviews; Content ; ; ;
’ M h,1998) that tigated, . . . .
Munch analysis ( alrJtnCatientsz ovjn Ilcr:;/leijf;g:bzutl‘?he Three main themes identified: '‘Causal Explanation’;
(2002) USA pars, p . 'The Role of Stress'; 'Referral to Psychosocial
causal explanation of HG, .
[40] . . Resources
seriousness of the illness, and
impact of the illness upon patients’
daily lives.
Antenatal & Two Core categories: the process of increasingly
. Postnatal; Tertiary complete physical, social, and emotional isolation to
O'Brienetal |, en Care Hospital - To understand how women cope cope with unrelenting and severe symptoms
(2002) aged 18-41 | Semi-structured with severe nausea, vomiting, (Characterised by five stages: (a) rationalisation, (b)

Canada [43]

interviews (16
interviewed once, 4
interviewed twice), 4

and/or retching during pregnancy

recognition (internal and external), (c) domination, (d)
annihilation, and (e) renewal); Tensions experienced:
(a) profound loneliness coexisting with a need for
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in a focus group for
feedback on
emerging theory;
Grounded Theory

almost complete social and physical withdrawal; (b)
loss of control over self and virtually every aspect of
living coexisting with a need for recognition and
support to cope with symptoms; and (c) guilt while
immersed in feelings of helplessness

Appears to be
postnatal;
Participants’ homes

To investigate the perceptions of

Three Core categories: Struggling With Sickness

Meighan omen who had been diagnosed
'8 or another site W W 'ag (Subcategories: Seeking a Cause; Seeking a Remedy;
and Wood 8 women and treated for HG and to better - . . :
chosen by them - o - and Seeking an End to Misery Versus Learning to Live
(2005) USA | aged 19-35 i understand its impact on their lives . . .
Interviews then ) i With It); followed by Regaining Control; and Making
[44] . and their assumption of the .
follow-up direct Up for Lost Time
. . maternal role
questions session;
Grounded Theory
Antenatal (7-13
nen ( , Two main themes (with subthemes): Experience of
weeks gestation); N
Severe Nausea and Vomiting of Pregnancy (The body
Antenatal care ward . o , . .. . .
, To describe hospitalised women’s is hypersensitive and drained of power; The grip on
Agren and - 3 tactile massages . e .
Berg (2006) 10 women then a brief experiences of Severe Nausea and everyday life is lost; A need for unconditional care
g aged 23-38 . i Vomiting of Pregnancy and tactile arises) and Experience of treatment with tactile
Sweden [45] interview (12-25 ) )
minutes); massage massage (A soothing relaxation; Thoughts are
’ . shattered and trust is born; A feeling that the body is
Phenomenological functioning again)
'lifeworld' approach gag
9 postnatal &1 . Three Super-ordinate themes (with associated sub-
Nicholson antenatal (with To analyse.the experiences of themes): 1) Writing as an opportunity to externalise
(2018) UK 10 women subsided HG women using writing therapy to the HG experience (1. Expressing the unspoken; 2.
[46] aged 32-48 | qymntoms); Writing | @ddress issues associated with Voicing the anger; 3. Venting the lived experience); 2)

at home - Semi-
structured

pregnancy sickness

Writing as a space to process the HG experience (1.
Validating the feelings; 2. Forming a narrative; 3.
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telephone
interviews; Thematic
Analysis

Making sense of the experience); 3) Writing as a
means of reclaiming relationship with self and others
(1. Increased sense of agency; 2. Increased self-
awareness; 3. Increased self-directedness; 4.
Increased emotional proximity to others); 4) Writing
as a place to heal and recover (1. Healing; 2. New
resource for coping; 3. Inadequate emotional
support; 4. Recovery from HG as an ongoing process)

Unclear whether
anyone still
pregnant but
participant invited if
had received

To describe women’s experiences
and preferences of HG care. Which

Five main themes, (some with associated
subthemes): 1) Caregivers' Attitudes; 2) Medical
Treatment (1. Early Medical Intervention; 2. (Early)

van Vliet et . . . Nasogastric Tube Feeding; 3. Communication about
hospital treatment aspects of care did they find helpful ) i . .
al (2018) 13 women o ) the Different Treatment Options; 4. Single Room in
for HG within last 4 and led to recovery? Which areas of . )
Netherlands | aged 19-33 . . . Hospital; 5. Location of Therapy; 6. Support after
years; Social media | care need improvement? What were . . .
[47] . . . Hospital Admission during Pregnancy); 3)
and online their main concerns and needs ) : ,
. . . . Psychological Support (1. Psychological Aid; 2.
recruitment - In- during and after their HG episode?
Frequent Ultrasound Checks); 4) Aftercare; 5)
depth unstructured . .
) , , Provision of Information
interviews; Thematic
Analysis
Antenatal;
15women Participants’ homes
11 following hospital
Groleau et ( . . g P Aimed to explore the illness . . .
immigrants, | discharge - . . Three Main themes: Experience of HG; Experience of
al (2019) ) ) meaning and experience of HG .
4 Canadian- | Interviews; . . clinical care; Cultural knowledge of HG
Canada [48] o among immigrant pregnant women
born) aged Qualitative
20-35 Comparative
Analysis
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Antenatal (12-14
weeks gestation);
Obstetrics

To recognise and understand the

Tsalkitzi et department of a ) ) Four Main themes: “If the baby didn’t exist”; “The
14 women . - conscious fantasies about the - ) . - ,
al (2021) tertiary military . baby hurts me”; “l don’t imagine the baby”; “l don’t
aged 26-48 . i unborn baby among women with .
Greece [49] hospital - Semi- HG feel maternal
structured
interviews; Content
Analysis
Four Main themes (and subthemes): The HG
treatment journey (The suboptimal care environment;
6 antenatal & 5 Unmet needs in the aftermath of HG; Clinical
postnatal; Research ownership of HG —where does it lie; Positive
. institution - Semi- o , treatment experiences - a lifeline); The reluctant
Beirne et al To gain insight into the personal and . o .
11 women structured focus ) treatment of HG (Perceived lack of insight and clinical
(2023) healthcare experiences of women . .
aged 32-40 groups of 2-3 experience among healthcare professionals; Fear of

Ireland [41]

women (2 antenatal,
2 postnatal);
Thematic Analysis

with HG in an Irish maternity setting

medication); Far-reaching burden (The impact of HG
on relationships and family dynamics; Beyond nausea
and vomiting; Financial burden); The emotional toll of
HG (Expectations of the ideal pregnancy vs. the HG
pregnancy; Isolation and loss of sense of self)
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Unclear whether
had given birth or
not following clinic
attendance; Setting
selected by

To ascertain women's experiences
of HG and the new hydration clinic

Four main themes (each with 3-5 sub-themes): 1)
Hyperemesis: Not just morning sickness (1.
Recognition of HG & HG in the public eye; 2. Getting
through the day; 3. Psychological impact of HG; 4.
Family, family planning & social impact; 5.

Doherty et
alo(;);;)e 10 women interviewee (their (IRIS clinic). Aiming to help assess Employment & Finances); 2) IRIS: Not just a clinic (1.
Ireland [50] aged 25-44 own home, online the clinic's viability and highlight Management at the clinic; 2. Continuity of care &
from home or atthe | possible recommendations for individualised treatment; 3. Validation; 4. Network of
research site) - improvement to enhance care support; 5. Small comforts); 3) Relationships (1.
Semi-structured Midwives; 2. Dieticians; 3. Comrades); 4) The future of
Interviews; Reflexive IRIS (1. Expansion; 2. System pressures; 3.
Thematic Analysis Recommendations for improvement)
33 blo To learn firsthand fro others’
8s _ rnTirsthand from mother Six themes: (1) debilitating physical and mental
from HG HG Survivors blogs about their pregnancies —
) ) i ] . health problems: digging deep to persevere, (2)
survivors of implies postnatal complicated by HG to provide i . i
Beck (2023) ) . ) R heartbreaking choices, (3) lack of understanding and
. unknown data collection; infusion nurses with insight, as they . . . .
Australia i . ] dismissed, (4) so much guilt surrounding their unborn
age on Online Blogs - are in frequent contact with women | . . . )
[42] . . infant, (5) it takes a village to support women with
Hyperemesis | Online blogs; who come to the emergency . . )
. . . hyperemesis gravidarum, and (6) warriors and
Australia Content Analysis department or are admitted as ) .
. . . . survivors: giving back
Website inpatients for rehydration therapy
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Quality of studies

Table 4 contains the outcome of the quality appraisals. Nine of the included papers were scored
‘Yes’ for most items. No studies were scored ‘Yes’ on all criteria. The criteria with fewest ‘Yes’
scores and the most ‘No’ scores related to whether there was evidence the researchers had
considered their relationships to the participants. Where a ‘Yes’ wasn’t scored, the most
common other score was ‘Can’t Tell. A single paper was scored ‘No’ for whether ethical
considerations had been taken into account [42]. This same paper scored more ‘Can’t Tell’s than
any other paper, as it was difficult to know whether the author had met scoring criteria as there
wasn’t an account of those details in the article. Despite this, it was felt the more transparent
decision would be not to exclude contributions from the study based on possible methodological
weaknesses as it would have risked excluding one of the more unique sources; that being the only
study to utilise blog entries from HG sufferers. Relative strengths of most or all the papers
appraised included that there were clear statements of aims and findings, appropriate choice of

qualitative methodology, research design, and data collection strategy.
Outcome of determining how the studies are related

The papers considered vary in geographical location and setting, but there was felt to be enough
in common to perform a reciprocal translation. Whilst some authors highlighted tensions within
the experiences of participants, there were no refutational findings identified between the twelve
studies included. Eleven categories emerged from synthesising the 2" order constructs, which
were then adapted as appropriate during latter phases. These categories included: ‘Efforts at
Coping’, ‘Physical Impact’, ‘Emotional Impact, ‘Emotional Burden Relief’, ‘Exacerbated
Emotional Burden’, ‘Social Factors’, ‘Factors affecting internal relationship with and
understanding of HG’, Suggestions for Clinical Improvements’, ‘Positive Treatment Experiences’,

‘Negative Treatment Experiences’, and ‘Post-HG Reflections’.
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Table 4: Summary of quality assessments using CASP

S S )
. o S |8 |3 |gumwe |[R |2 |3 |5 |3 |8 |2
Quality Appraisal Criteria S 2 T =238 T8 m 5 o SR E | % g sl &
< < c S 2N ©o& 2 23 33 5 o £ u g
B R B R E R
S5 O 3 O V O| & O O g ] T -
So SF o0lsSs2 PRS2 65822 8= 823 &
Was there a clear statement of the aims of the research? Y Y Y Y Y Y Y Y Y Y Y Y
Is a qualitative methodology appropriate? Y Y Y Y Y Y Y Y Y Y Y Y
Was the research design appropriate to address the aims
resear '8N appropri r ! c |y |y |y |y |y |c |y |y |y |y Jc
of the research?
Was the recruitment strategy appropriate to the aims of the
recrul rategy appropri ! c |c |y |c |c |c |c |y |c |y |y Jc
research?
Was the data collected in a way that addressed the
. inaway ' y |y |y Jc |y |y |y |y |y |c |y |c
research issue?
Has th lati hi t h tici t
as the relationship bg ween researcher and participants c N c N y v c N c N N N
been adequately considered?
Have ethical issues been taken into consideration? C C Y Y Y Y C Y Y C Y N
Was the data analysis sufficiently rigorous? C Y Y C C Y C C C C C C
Is there a clear statement of findings? Y Y Y Y Y Y Y Y Y Y Y C

*Y=Yes; C=Can’t Tell; N=No
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Outcome of translation and synthesis process

Three main themes and 10 sub-themes were generated from the synthesis. These were used to

produce a line of argument synthesis to facilitate a richer understanding of HG experiences.

Definitions of sub-themes were developed following their identification.

Table 5 contains a

summary of themes, sub-themes, definitions and which papers fed into each sub-theme. Each

sub-theme was informed by more than one paper, though there were no cases in which all papers

contributed to any sub-theme.

Table 5: Summary table of 3" order constructs

Line of 3" order Definition (translation) of the 3™ Papers that contributed
Argument constructs Order construct to construct
(Themes) (Sub-themes) development
Trying to Isthisrealoris | The degree to which the individual | [39, 41-44, 46, 48]
Make Sense | itjust me? recognises their experience as a
health condition
Why is this Things are not going as anticipated | [39-41, 47]
happening? and the individual wants to know
why; they’re going to attribute it to
something or someone
The context Role of prior beliefs, internalised [39, 41, 44, 46, 48, 49]
one arrives cultural norms and expectations
with for pregnancy
What Does Pushing away Experiences with others and/or [39-42, 46-48, 50]
and Doesn’t settings which leave the individual
Help feeling poorly understood and/or

not believed or that others don’t
feel their illness is real/warrants
treatment

Connecting

Experiences with others and/or
settings which leave the individual
feeling understood, believed and
that their condition is recognised
as valid and deserving of
care/treatment

[39, 41-43, 45, 48, 50]

White coat
effect

The environmental influences
described above are amplified
when medical professionals and
settings are involved, allowing a

[40, 41, 44, 50]
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mixture of very positive or very
negative outcomes

“..one of the | Fighting body The more physical aspects of the [41, 42, 44, 47)]

hardest for control HG experience, including nausea,

things | have vomiting, sensory changes,

ever gone dehydration, fatigue, incontinence

through” Vicious The myriad emotional impact of [39-44, 46-50]
emotional HG including depressed mood,
cocktail anxiety, guilt, shame, fear,

disappointment, anger,
resentment, and confusion

Cut off from life | The various ways in which one can | [39-48, 50]
become isolated; because it’s hard
to move/go out, not wanting to
worsen nausea, and feeling cut off
from others (including services)
who can’t seem to
relate/understand — can lead to
loss of roles/identity

How bond with | The impact HG has on relationship | [41, 42, 44, 49]

baby is with the unborn child and
affected assumption of the maternal role
after birth

Two circles and a larger oval were used to represent the themes emergent from the line-of-
argument synthesis diagrammatically (Fig 2). Within each theme shape can be found the
respective sub-themes, themselves having been positioned in such a way as to try to represent
the way they relate to each other. For example, the ‘White coat effect’ was made larger and
positioned between the other two sub-themes as it can amplify either, demonstrating how
influential healthcare professionals (HCPs) can be in this context. Arrows have also been used

to illustrate the presence and direction of the key influences across and within themes.
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Fig 2: Line of argument synthesis (diagram)
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Trying to make sense

‘Trying to make sense’ (seeright circle, Figure 2) refers to the process of developing understanding
of the HG experience all sufferers go through. Most studies emphasised at least one facet of how
their participants tried to make sense, with papers like Munch [39] focusing on this more

explicitly.
The context one arrives with

The synthesis illuminated events, beliefs, expectations, and attitudes which shaped the lens

through which individuals viewed their HG experiences [39-41, 43, 44, 46, 48-50].

“l didn’t envision this about pregnancy...l always thought that pregnancy could be one of
the most beautiful moments that happen. Especially when you’re all well in your head,
you have a good entourage, you don’t have any problems, no health problems, but...since

then I’ve realised that’s not necessarily true.” [48]

Several synthesised papers mention the HG experience differing markedly from expectations of
pregnancy. As the quote above demonstrates, individuals may feel hopeful of a positive
experience by having done what they can to prepare. Such confidence can lead some to make
“..this great plan to do yoga, Pilates, you know all these beautiful things, sit on the mat with your
bump, that was off the menu” [41]. This mismatch between expectations and reality leads to
feelings of disappointment, self-blame, and difficulty being in the company of others with
seemingly smoother pregnancies. Comments such as, “there’s so much that we’re not allowed
to say, we’re not allowed to feel when we’re pregnant” [46] suggest individuals feel pressure to be
a certain way throughout pregnancy. Internalised norms of what is expected within pregnancy

could inform some of the social hardships associated with HG.

“My mother told me when she was pregnant with me—she told me she had exactly the

same thing, she was even hospitalized the last 4 months of her pregnancy. | saw in
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Cameroon people who vomited a lot, they weren’t exaggerating either. | received a lot of

support from my family.” [48]

The above quote highlights the benefit of possessing HG awareness, or what Groleau and
colleagues [48] call an ‘illness prototype’ for HG, for setting one’s expectations and those of
others. On individual expectations, “..l find it’s a problem with me that when | get pregnant and
that will pass after that. After the 9 months, it will go and | won’t have it anymore” [48]. An illness
prototype seemingly provides a helpful foundation for sense-making. Prototypes could come
from others, media coverage, or direct experience, though the level of detail will vary with each
source. Direct experience allows for informed decisions about moving forward; “If we were to
have another baby, my mom has to be involved with this decision...l just wouldn’t be able to do it
without the constant minding.” [41]. Some choose not to have more children due to high

reoccurrence rates of HG alongside childcare responsibility.

Is this real oris it just me?

How much one conceptualises their symptoms as resulting from a medical condition, or what
O’Brien and colleagues [43] call ‘internal recognition’ is referred to variously in the other papers

[39, 43, 46, 48, 50].

“..thatfeeling of it not being a real illness because you know it’s going to finish and you’re

going to have a baby at the end” [46]

For some, HG emerging in the context of pregnancy made it hard to regard as an illness. This
could be internalised unsympathetic attitudes some experienced from individuals viewing
pregnancy-related difficulties as self-inflicted. Being hospitalised without knowledge of the
condition can lead to thinking, “...well, that’s stupid. | should be able to eat but | can’t. | thought
they [caregivers] must think that | am crazy or something...” [43]. This individual seems to find

their own predicament bizarre and is concerned others will think so too.

31



“l felt that because | was notin labour thatitwasn’timportant. | was really sick and feeling
crappy and | didn’t understand why | was kind of just put into a corner...and | just didn’t

feel like it [severe nausea and vomiting] was important.” [43]

This illustrates someone’s internal recognition being influenced by others, concluding their
suffering isn’t important based on being neglected. Stating ‘l just didn’t feel’, rather than, ‘they
didn’t seem to feel’ once again suggests internalisation. Feeling dismissed led some to feel,
“Enough people tell you itis all in your head, you almost start to believe it yourself...” [39]. These
communications complicate the internal acknowledgement of HG, as “...people would say ‘it’s
quite normal’ and | don’t know if that was helpful or not because for me it felt excessive.” [43].
This likely confuses how to think about and react to what’s happening, and in turn what to expect

from oneself.

Why is this happening?

Several of the papers discussed and highlighted participants’ comments on attribution and the

effects of thinking about causation in different ways [39, 40, 43, 44, 48, 49].

“II felt] sad and like a failure because | was back in the hospital. | thought there was
something more that | could have done. Even though | know | couldn’t have done more

than what | did, but...” [43]

These comments allude to a belief that their symptoms were preventable had they behaved
differently, bringing on self-blame. Attributions like this and, “Why can't | get over this? Maybe it
is psychological; women get pregnant every day” [39] show how harsh individuals can be towards
themselves when unaware of HG and still holding themselves to ‘typical’ pregnancy standards.
Without obvious cause, psychogenic explanations arise; “Nobody that | know of has had this until

me...| even asked the doctor if this was nerve related...if it’s in my head | want to see a
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psychiatrist” [44], again related to comparisons and wondering what itis about themselves which

has led to greater struggles.

“It was a month before | got pregnant that my father died...I think | had a lot of stress...my
father...[the] new environment and [being] away from my family...[if they were here]

maybe it would be easier for me.” [48]

Evidence here of curiosity about the contribution of stress and missing practical support from
family who still lived in their country of origin. Comments such as “...I think the more stressyou’re
under, the worse you feel, the more scared you are. But | still think most of it is physical.” [40]
propose a stress interaction, but a predominantly physical basis. The role of preserving
occupational function emerges as a participant theorises about why she’s suffered more during
a subsequent pregnancy; “I think | had less time to concentrate on how sick | felt, and this time |

was completely at home” [44].

“(limagine) there is a disagreement -hormonal or another kind- between my body and the
baby. And therefore, hyperemesis happens. Maybe the baby damages my chemical and

physiological balance.” [49]

This illustrates those who suspect a physiological cause, perhaps related to hormonal or

3

chemical imbalance. Others reason “..I know it wasn’t in my head because it goes away
eventually. Nothing changed other than that I’m further along and that | know it’s the hormones.”
[40]. As attributions shift from psychogenic to physiological the degree to which the individual

feels responsible for their illness changes, with the former being more associated with self-

blame.

Key considerations emergent from this synthesis include the difficulties those without an HG
illness prototype have in trying to make sense of what’s happening. Lacking a prototype leaves

individuals more vulnerable to outside influence when considering the degree to which HG is
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recognised as an illness and what to attribute the condition to. Sense-making evolves over the
course of and over repeated experiences of HG, and is likely to influence how an individual feels,

reacts to and what they expect of themselves over the course of their experience.
What does and doesn’t help?

This theme (see left circle, Figure 2) refers to externalinfluence on individuals’ experiences of HG.
Most studies highlighted some aspect of how participants were affected by others’
communication and behaviour, with some focusing on medical environments. The review
identified a range of influences conveyed and experienced via a range of overt, less overt and

symbolic means.

Pushing away

The synthesis highlighted external factors which exacerbate HG, often reinforcing isolation. The
reviewed papers suggested many felt poorly understood [39-43, 46-48], things had to worsen
before being believed [39-41, 47, 48, 50] and processes and environments were poorly designed

for HG patients [41, 47, 50].

“..his family [caused the most stress] because my housework suffered and | wasn’t taking
care of my husband...They didn’t understand why | couldn’t do those things. And we didn’t

get any help from them.” [40]

Due to low awareness, many haven’t heard of HG before encountering it personally, leaving some
feeling, “l don’t really feel like | was ever heard. And | really felt like people didn’t get it” [46]. Just
as those with lower illness recognition expect more of themselves, the quote shows this was also
the case here with in-laws’ expectations of the individual. A lack of what O’Brien and colleagues
[43] termed, ‘external recognition’ from others sat in parallel with the internal equivalent. As
morning sickness is a phenomenon more are familiar with, many equivocate, but “To say HG is

similar to morning sickness would be like calling the hurricane a little rain” [42]. Interactions
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demonstrating a lack of understanding left some feeling, “When you are feeling sick and want
somebody to help you, it is hard to ask for that help when you know it is going to come back to

you, ‘oh, all you need to do is sleep it off.”” [43].

“But if | wasn’t dehydrated, they sent me home, although | knew | would be back within a
few days, because it wasn’t a solution. (...) They let me go for so long, that | lost so much
weight and was dehydrated in such way, that it went too far. (...) Waiting till | was

dehydrated, only then they were willing to take action.” [47]

A pattern emerged of individuals not being taken at their word when they tried to impress on
others how unwell they were, in the case above being left to deteriorate before worthy of
intervention. Being treated this way symbolises to individuals that they’re not unwell enough or
worth taking seriously. This also emerged occupationally; “..if | wanted my job | better get back
to the office. | came in the next day, and | spent almost all day in the bathroom; and they finally
understood that | was notlying.” [40]. The ruptures in relationships and ill-feelings individuals are
left with when others treat them this way adds further burden. It relates to what others require to
accommodate novel conditions, even at home; “...Also, my husband sometimes doesn’t believe
me. Like last time | was hospitalized he said ‘It’s nothing’... and when | was admitted for long term

stay, that’s when he realized ‘Ah ok.” [48].

“..I called and said ‘| can’t manage any more, | can’t even walk to the toilet without
fainting’. They said ‘alright, then | want you to come to our practice’. So | said ‘how will |
get there?’ (...) Driving by car with HG is a nightmare. | was vomiting all the way to the

practice, and in the waiting room too, with people all around me.” [47]

When one manages to overcome fear of a negative response, they can be faced with systems
designed in such a way that they can exacerbate HG. Awareness of HG would have facilitated
appreciation of how unreasonable the example was, but understanding levels were experienced

as mixed even in medical environments. The setups of inpatient settings were similarly
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aggravating at times; “l noticed that light really causes an extremely intense impulse to vomit. On
the other side of the room a girl was admitted, and she had the television on during half the
night...” [47]. Additional to exacerbating nausea, “...because of time restraints...they were just
trying to get them [IV fluids] into you as quickly as possible...” [41]. Health systems being under-
resourced makes providing person-centred care challenging and leaves individuals wondering,

“’Am | an inconvenience’?” [50].

Connecting

There were accounts of positive interactions which relieved burden. Various helpful experiences
were highlighted, including feeling understood [42, 43, 45, 46, 50], acknowledging HG as real [39,

42, 47, 50] and support networks [41, 42, 43, 44, 47, 48, 50].

“l accessed the online resources, joined the Facebook group where | was able to connect
with other pregnant women experiencing the same condition and was paired with a peer
support survivor who contacted me regularly during my pregnancy and offered support.

This was a turning point for me, as | was no longer suffering alone.” [42]

Connecting with an HG peer was a valuable experience for those who had it. Knowing, “...I am
not the only one.” [43] seems an ideal salve when feeling alone in one’s experience. Online
communities such as Hyperemesis Gravidarum Australia (HGA) spread supportive messages
like, “Hang tight. You’re never ever ALONE and | for one, along with this HGA community, will walk
in the darkness with you until it becomes light once more!” [42] as peers know how isolating it
can be and seek to instil hope. Some provided examples of powerful symbolic acts of
connection; “l started to sleep in the bathroom. It’s just easier to stay still and not move...my
husband started to sleep next to me, so | wasn’t alone” [42]. Some sufferers were believed
because “...she knows that | don’t have a tendency to exaggerate...she was there for me the whole
time...” [48], showing the benefit of support from someone with knowledge of someone’s pre-

illness disposition; something most healthcare professionals (HCPs) are unlikely to have.
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“If | had known earlier about foundation ZEHG... | found a lot of information there, and |
shared that with my boyfriend, my parents and his parents, who all didn’t
understand...These were the people from whom | hoped to receive help, and from whom
| eventually did, but only after all the information, because they just didn’t understand it

at first, they just couldn’t imagine it.” [47]

This quote highlights how valuable HG-focused organisations, in this case the Dutch foundation
ZEHG, and good quality HG information can be as it can mobilise a support network. Supportcan
include helping cover responsibilities the individual cannot manage, such as, “...my friends made
aroster to bring food around as even though | couldn’t eat it (or smell it!) my family still needed to
eat.” [42]. Being informed enough about HG provided some with enough knowledge to give a firm
push to seek help; “It was my mother who forced me, mainly because I’m very obstinate and
thought that | could manage that by myself if | just lie down and cry hidden away...” [45]. Factors
such as trying to maintain control, fear of dismissal, and self-blame could help understand the
reluctance to seek help. Doherty and colleagues [50] discussed patients’ experiences of an HG-
informed day-clinic, which incorporates some of the above positives; “..We got chatting every
week and it was lovely actually to go in and see familiar faces...there’s a sense of camaraderie in
a sense that we’re going through the same thing” [50]. Benefitting from peer-support whilst
receiving treatment avoided the unfavourable comparisons to those without HG on generic
wards. A dedicated clinic powerfully acknowledges HG symbolically; “I don’t think | could have
gotten to this point without completely falling apart if it wasn’t for the fact that it was a lot more

recognised during this pregnancy and the fact that there was a support there" [50].

White coat effect

Authors described a mixture of positive and negative encounters with healthcare professionals
(HCPs). Medical professionals’ views carry extra weight as they are relied upon to help

understand ailments, and so the impact of those encounters was amplified and had more
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influence on participants. Examples included formal recognition of HG and its wider impact [39,
40, 42, 43, 45, 47, 48, 50], shared belief in aetiology [39, 40, 44, 48], lack of HG awareness [39,

41-43, 46-48], and dismissive communication [39, 41, 42, 47, 48].

“The most helpful thing was just acknowledging that | was sick enough to be admitted to
the hospital, that | couldn't go on any more at home...And that | wasn't makingit up. | knew

| wasn't [making it up] but [it helped] that someone believed me.” [39]

The power of medical opinion is evident here; being admitted allowed for removal of expectations
on self, that “...you don’t have the requirement to do something.” [45] and symbolised there was
a real illness they couldn’t control, that, “I didn’t have to fight anymore, and they were going to
take care of me. | think | cried my eyes out.” [42]. The culturally agreed credibility assigned to
HCPs rendering opinions on these matters gave previously conflicted individuals permission to
“.feel that it’s OK to feel bad...” [45]. Formal external recognition also influences internal
recognition; “[It was helpful] for the doctor to say it's not in your head...| knew it wasn't...But it's
just nice to have that reaffirmation...” [39]. The existence of specialists also symbolised a sense
of legitimacy; “because of [Dietitian], you felt like this is a real thing, that there is support for

people” [41].

“l couldn’t even keep a mouthful of water down. If a GP then still says: ‘most pregnant
women feel sick... | thought: ‘yes, 3 times in the morning or 30 times, the whole day long
vomiting, and not being able to leave the toilet, because you can’t even get on your feet

any more, | think that’s quite different’.” [47]

Here, a GP provides an opinion similar to what many experience when speaking to non-medics;
confabulation with morning sickness and minimisation of symptoms. When HCPs say “...You’re

2

grand, it’s just part of pregnancy’” [50] it’s unsurprising individuals don’t feel taken seriously.
Being dismissed can impact internal recognition of HG; “He made me feel that there was really

nothing wrong and that it was in my mind. And it was like | shouldn't call him or bother him for
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such a minor thing" [39]. Sense of worthiness of professional care can also be affected, “When
they brush it off you just feel, ‘Oh, God, I’'m wasting everyone’s time’. You feel like | shouldn’t be
here or something” [41]. Published 23 years apart but conveying similar sentiments

demonstrates the relevance of these papers and this review [39, 42].

“..he would be very supportive in the fact that it was mentally draining and that there was
help available if | needed someone to talk to, help relieve some of the depression caused
by hyperemesis...he was very supportive and understanding, and recognized things that

even | was slow to bring up.” [40]

This demonstrates how effective an engaged clinician can be as a key support and acknowledging
wider HG impact. Comments such as, “When the doctor is working for you, you feel good about
yourself. And | think when you feel good about yourself, you're maybe going to get better quicker."
[39] suggest an HCP could be integral within a support network due to their amplified influence.
Key HCP support could come from various professionals (e.g. dieticians and nurses) perceived
as medically authoritative; “l just found it very comforting to know that there was someone there
that was telling me that that’s okay, or ’can you try this’, or, you know, she was a voice of

experience of what works" [50].

External influences play a significant role within the HG experience, notably related to isolation
based on the capacity to leave someone feeling connected to others or with a desire to withdraw
from them. Internal recognition of HG is also influenced by external factors; an effect likely to be
more pronounced in those lacking an illness prototype. Possession of a prototype can shield
from some of the negative environmental effects described. The synthesis suggested HCPs wield
amplified influence, potentially playing a significantly positive or negative role within any HG

experience.
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“..one of the hardest things | have ever gone through”

The theme “One of the hardest things | have ever gone through” [42] (see large oval, Figure 2) refers
to the biopsychosocial and attachment related features of the HG experience which emerged

from the synthesis.

“So it has been pretty bad...it just takes a toll on your family, your mental being, your

physical being, marriage, everything.” [43]

As this quote demonstrates, HG is a multifaceted and complex experience, with specific details
varying greatly depending on individual circumstances. Each study mentioned at least some of
the aspects which make up this experience; the focus shifting depending on the research

question.

Fighting body for control

A general sense of losing control [41-46] was reported across the studies. Thisincluded struggles
managing hypersensitivity [42, 45-47], lacking energy for routines or coping strategies [43, 45],

and relentless nausea and vomiting [40-45, 48-50].

“If | hadn’t felt so bad | would have managed in another way...l feel that | can’t cope...if
I’ve had a shower I’'m so tired that | just sit or lie down and take the chance to go to bed
because | don’t have the energy...Ifithad been normal then | would have been out walking

or doing things in the garden...” [45]

The intense fatigue comes through in this account which describes feeling drained of energy after
the act of having a wash. There’s also the awareness that outside of the context of feeling so
unwell, there’s various coping actions the individual would have been engaging in that would
usually help them feel better. The lack of energy is not surprising when “It’s a daily basis kinda

thing. | was pretty much throwing up day and night and nothing would stop it.” [44]. Accounts
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confirmed that as the length of time individuals went on without nourishment, fatigue made even

simple actions feel increasingly out of reach.

“..everything becomes much stronger...things you haven’t felt earlier suddenly
occur...just pinpricks in your nose when you get close to something...perfume and
suchlike...the dog smells awful (laughs)...poor things...I can hardly pat her anymore

because she smells so bad.” [45]

Trying to manage nausea is made harder due to hypersensitivity, demonstrated in this account in
the olfactory form, but discussed by others as affecting other senses too. When fundamentals
such as our senses and the ability not to reject food and drink can no longer be relied upon, “...you

feel totally out of control of your own body...” [46].

Vicious emotional cocktail

The HG experience often includes a complex mixture of painful feelings which adds burden. This
includes feeling depressed [40-42, 46-48, 50], fear and anxiety [40-45, 47, 50] and guilt [40-43,
45-47, 50]. Whilst there were some accounts of HG exacerbating pre-existing mental health
difficulties [40], the synthesis seemed to reflect that emotional difficulties developed secondarily

to physical symptoms, then became involved in the maintenance of suffering.

"l could hardly talk on the phone, hardly do anything ... | got very anxious during that time
about everything. Things that...| shouldn’t have been anxious about...| had the support |
needed from everyone, but one night | remember at the hospital | stayed awake wondering

if there’s a fire in the hospital and would | have enough energy to get out." [48]

Such is the level of functional impact on this individual that their anxiety seems to have
generalised beyond pregnancy or HG. Questioning whether they’d be able to save themselves
communicates how vulnerable they feel, which understandably leads to fear. Other sources of

anxiety include the antiemetic medications some are prescribed; “Half the time | was worried I’d
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see you come out with an extra or less of something because of the drugs | had to take.” [42] and
survival; “It still haunts me to this day hearing my children ask my husband if mummy was going

to die. And all | could think was, will I?” [42].

“It was very depressing. You almost thought the pregnancy wasn’t worth going through
because it was a sacrifice...It was my last hospitalization and | said if it doesn’t stop...I'm

terminating the pregnancy.” [44]

“..It’s an overwhelming experience if you are so nauseous...” [47] so considering means of escape
emerged often throughout the synthesis and “...once thoughts of termination or suicide enter your
mind, they tend to linger” [42]. The fact that there were so many recorded accounts of individuals
with wanted pregnancies finding their experiences so intolerable that they considered, and in

some cases went through with, these options underlines how profoundly torturous HG can be.

“..I felt guilty about work, | felt guilty towards my child, | felt guilty towards my
husband...and | felt angry with myself: ‘why can’t | do this?’ (...) Yes, it would have been
very nice if | could have spoken to someone other than my direct family. It doesn’t have to

be solved, but it helps to talk about how you can deal with it.” [47]

This quote demonstrates that individuals blamed themselves for being unable to fulfil roles
despite HG rendering them so unwell. The painful emotions described above compounded

difficulties for the participants alongside the physical hardships already discussed.

Cut off from life

Isolation is a common feature of the HG experience for many. Contributing factors include
withdrawing to manage nausea [41-45, 47, 48, 50] and to avoid painful interactions [40, 42-44,
46-48]. Isolation can progress to the point that individuals describe ‘loss of self’, which seems

linked to progressive loss of roles linked to identity [40, 41, 43, 45, 48, 50]. O’Brien et al.’s [43]
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paper describes a process by which HG impact can become the only thing the individual can

focus on.

“I'm always telling my husband, ‘We can’t do that because I’'m not feeling good. [| am
telling] my little boy, ‘l can’t play with you right now because | am not feeling good enough’’

| always feel like I’'m disappointing people all the time.” [43]

This demonstrates a common dynamic of having to repeatedly turn down invitations or
suggestions due to level of illness, resulting in additional emotional pain. Having to step back
from caring responsibilities generated family strain and more painful emotions; “I had a 3-year-
old who was missing his mummy and worrying that there was something seriously wrong.
l...couldn’t be the mummy my boy so desperately needed. So also had the heartbreak to go with

it” [42]. Some suspected their “...family is tired of it...and there is no end in sight” [43].

“Itis a kind of loneliness. You look around and you see all these other women with babies
and you know there are smiles on their faces. | couldn’t even stand for anyone to be in the

room, | was just so sick that [l] just wanted to pull a blanket over [my] head...” [43]

Happiness visualised in the faces of other women seems to sit in stark contrast to the reported
internal experience of HG. It potentially alludes to societal beliefs of what pregnancy and early
motherhood is supposed to be and even imagining proximity to that provides motivation to avoid
others. Some expressed doubts about others’ ability to relate to their experiences; “When you’ve
got your head stuck down the toilet bowl with cyclical vomiting and your whole life stops for

months on end, there are very few people in our day-to-day life who understand.” [42].

“It takes over your life...you care less and less about everything else...one’s work, one’s

family...finally all that is left is myself and my nausea.” [45]

As demonstrated within the quote, when focus on nausea has become absolute, accounts

increasingly include similar language such as, “lI want my life back; | am dying; | felt really not
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alive. It’s almost like | really don’t exist anymore, and | am hyperemesis” [43]. Many described
feeling they needed to isolate themselves from as much sensory stimulation as possible to keep
nausea to a minimum. The absence of other roles leads some to experience a sense of fusion
with HG. Hyperemesis can last the whole pregnancy. If someone reaches this extent of loss of

identity it becomes easier to understand why consideration of desperate means of escape arise.

How bond with baby is affected

Accounts of HG experiences often discuss how the relationship with the unborn child is affected

[41-44, 46-49)].

“All you think about is how you are feeling. You don’t think about what you are going to do
with your child. You are just thinking about feeling sick...It sort of takes priority over

anything else.” [43]

Attention can become focused on daily survival, thus not available for the unborn child.
Comments such as, “l don’t feel like a future mother. All the movie stuff about picking names,
talking to the baby, daydreaming, etc., are not in my routine.” [49] show an awareness of a
glamorised version of pregnancy including headspace to consider the baby. Rather, they
“..ceased to be a human being and instead was an incubator. It took me until my daughter was
almost 10 months old to say that she was worth it.” [42], which in turn meant they “felt numb and
guilty for not enjoying her daughter.” [42]. A sense of what a mother-to-be should feel produces
further emotional pain and obstructs the bonding process. The influence of attribution is also
evident as some came to view their child as responsible, which led to being “...worried that | was

going to hate this little baby once she was born and that terrified me.” [42].

“| cried...she was here...she actually survived. After that, | didn’t want anybody to mess

with her. | felt very protective. Right after | had her, | didn’t even want to go to sleep. |
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wanted to be right there with her, | wanted to be holding her. | can remember my husband

saying, “Wait, it’s my turn.”” [44]

Some found that they were so relieved to meet their baby after a difficult pregnancy that they
became possessive. There was a quality of making up for lost bonding time in some accounts;
“When my son arrived, | knew instantly that everything | had suffered through was worth it...” [42].
Some found motivation to persevere when they “...saw the baby on the display, | thought ‘this is
what I’m doing it for, foryou’.” [47] while others “...had numerous ultrasounds...I didn’t care...” [44].
Maintaining a bond with the unborn child is complicated by an HG pregnancy, yet many feel

intensely pressured to, or else experience guilt and shame.

The physical and emotional toll of HG grows to the extent that it can overwhelm and consume the
individual. Psychological and social drivers lead to feelings of isolation and losses of roles, which
can lead to loss of identity. These factors obstruct connecting with the expectant child. This
theme demonstrates that the HG experience is complex, multifaceted, and idiosyncratic, thus

requiring careful attention to individual circumstances to understand any presentation.
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Discussion

Summary of findings

This meta-ethnography sought to improve understanding of the HG experience by synthesising
research exploring those experiences, additionally hoping to discover what adds to or reduces
burden. The review included twelve papers from which three main themes emerged: ‘Trying to
make sense’, ‘What does and doesn’t help’, and “...one of the hardest things | have ever gone

through” [42].

‘Trying to make sense’ of HG experiences elaborated more on the internal relationship with the
condition and was a central theme subdivided into ‘The context one arrives with’; ‘Is this real or
is it just me?’; and ‘Why is this happening?’ Culturally informed expectations and standards for
what a pregnancy should be contrast strongly with experiences of HG and can become a further
source of emotional pain, mimicking findings from an interpretative phenomenological analysis
(IPA) on mental health during pregnancy [51]. Insights can also be gleaned from the literature on
chronic pain, which has highlighted that presence of a condition which interferes with one’s
ability to fulfil their goals can impact on their mental health and overall sense of identity, as
appears to have been the case with many whose expectations of what they’d do throughout
pregnancy were ruined by the presence of HG [52]. Whether or not an individual possesses an
illness prototype [48] for HG seems to dictate the extent that someone will look externally for
answers, which highlights the need for timely and accurate differential diagnosis by healthcare
professionals (HCPs). The prototype appears to serve as a shield against negative experiences
with others. Whether this shield is present influences whether individuals can conceive of HG as
an illness rather than a personal failing. Parallels with other perinatal mental health conditions
are present, such as in the case of postpartum psychosis where the point at which individuals

realise they are not alone in their experiences has been found to be a key stage of recovery [53].
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A range of attributions were discussed within the review, showing that participants considered
degrees of psychogenic and physiological influence as having led to HG. The exploration of the
internal relationship interestingly highlighted the link between psychogenic attribution and self-
blame, perhaps due to ongoing stigma regarding psychosomatic conditions and mental health
generally. The increased vulnerability of individuals without an illness prototype or effective

social support was clear.

The interaction between ‘What Does and Doesn’t Help’ and “...one of the hardest things | have
ever gone through” [42] in the diagrammatic representation of the synthesis (Figure 2) illustrates
that HG brings individuals into contact with others as it arises in the context of pregnancy and
because of the severity of its impact. The results highlighted that external influences can be
experienced as ‘Pushing away’ or ‘Connecting’ to the individual with HG. These influences seem
amplified within a healthcare context suggesting the presence of the ‘White coat effect’
Healthcare professionals wield a higher degree of influence on internal recognition, attribution,
and access to treatment. Whether in a healthcare context or not, feeling dismissed and poorly
understood were common experiences which then contributed to emotional burden and led to
individuals feeling reluctant to engage others again, thus contributing to isolation. Action
research by Power and colleagues [25] highlights that participants felt unpopular with HCPs and
that feeling was reflected in HCPs who voiced scepticism of the validity of most HG
presentations. The comments from HCPs ironically acknowledged various social and
psychological dimensions to HG but used this as justification for it being less appropriate for
hospital treatment than other conditions. This might reflect a bias towards a more traditional
medical model compared to a holistic approach as well as the level of stress involved when

resources are insufficient.

In terms of burden reducing experiences, access to peer-support and expert-by-experience

informed HG information appeared of great benefit. Atthe non-specialised level, it mightbe more
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practical for HCPs to be aware of reliable organisations they can signpost individuals to for
access to these support and information, such as Pregnancy Sickness Support. Healthcare
services being designed with the benefit of HG research and staffed with HG-informed HCPs also
appeared very well received. Examples were also given of practical and symbolic gestures

individuals made which resulted in someone feeling less isolated in their HG experience.

A key overarching component of the synthesis was exploring the most challenging aspects of the
HG experience which combine to make it, “...one of the hardest things | have ever gone through”
[42]. The aspects included: ‘Fighting body for control’; ‘Vicious emotional cocktail’; ‘Cut off from
life’; and ‘How bond with baby is affected’. Struggling for control of senses, energy, nourishment,
and access to coping strategies left participants desperate to regain agency. Nausea and
vomiting were viewed as threatening so attention seemed to become preoccupied with the
minimisation of each. Avicious cocktail of painful emotions resulted from the physical hardship
as well as unhelpful external influences and self-critical internal dialogue. Feeling their own life
and that of the unborn child was at risk, it would seem reasonable for a fight-or-flight response to
be triggered, which would help to understand the preoccupation with the threat over other daily
tasks. A small number of quotes from the review suggested an important role for self-monitoring
and attention, in that if otherwise occupied with work or conversation, some experienced a
temporary relief of symptoms. Further research exploring similarities to the maintaining role of
self-monitoring in the case of panic disorder would be useful to understand more [54]. The
observations made and data gathered by Agren and Berg [45] regarding participants feeling more
able to receive a tactile intervention outside the home environment suggest more needs to be
understood about the role of arousal, perhaps exploring means of regulation and drawing on
concepts like the window of tolerance to understand why the threats posed by HG have someone
feeling hyper-aroused [55]. The combination of feeling too physically depleted alongside the
preoccupation led to feeling increasingly cut off from life as usual life roles ceased. Anticipation

of, or actual, negative social experiences also led to withdrawal, thus contributing towards
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isolation. A range of parallels, including the experience of isolation, can be found within the
literature on mental health difficulties during pregnancy, as has been demonstrated in a recently

published interpretative phenomenological analysis [51].

The results highlighted that it is common for individuals struggling greatly with HG to consider
termination or suicide as a solution. Research examining this in more depth revealed risk factors
for the former include being unable to look after existing children and seeing it as a choice
between that and becoming suicidal [24]. Perinatal loss has been shown to increase rates of
depression and anxiety, highlighting that those driven to termination are more likely to suffer yet
more secondary mental health difficulties [56]. Some definitions of perinatal loss, such as the
one used by Herbert and colleagues [56], do not include those left feeling the need to terminate
due to complications of pregnancy, meaning those who terminated to end an HG pregnancy may
face stigma and difficulties accessing perinatal loss support. Risk factors for suicide include two
features the present review identified in the HG experience, those being isolation and pregnancy
complications. Their analysis revealed struggles accessing medication and services being
inaccessible in general due to inability to physically leave home, which left individuals without
hope of improvement and feeling a need to resort to desperate measures. Individuals left
prioritising daily survival by the challenges of HG are left with little or no time to think about their
unborn child. The review highlighted that many find it difficult to think positively about the child,
especially if they are thought to be responsible for the HG. Quantitative HG literature provides a
reassuring follow-up to these difficulties with bonding, suggesting there wasn’t a significant
increase in bonding-related difficulties when compared to non-HG controls after birth [20]. The
review does suggest it would be useful to understand more about how the difficulties with
bonding affect decisions about termination of pregnancy. Almost half of the HG participants met
threshold for probable depression during pregnancy (versus 6% of controls), dropping to 29%
postnatally (versus 7% of controls), thus somewhat quantifying the additional degree of

emotional impact HG entails [20].
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The number of arrows in Figure 2 and how many mentions there are of themes influencing each
other throughout the results highlight that trying to differentiate them is difficult due to the high
level of interconnectedness, but doing so hopefully aids understanding. The findings would
suggest that emotional symptoms increase shortly after physical HG symptoms develop, and
then individuals go to others for help understanding if they don’t recognise what’s happening. If
others communicate the impression there’s something real happening, it feels valid to try and
access care; if not, the individual may feel so ashamed that they’re not coping that they hide and
feel unworthy of care. That being the case, 1°'time HG sufferers without an illness prototype are
most vulnerable to the worst experiences as they are more influenced by problematic
interactions with others, which negatively impacts on sense-making and mental health, and so
more must be done to support those individuals and identify when additional support is
indicated. The NVP (and potentially salivation issues and hypersensitivity) as well as some
degree of emotional burden seem almost guaranteed with HG, as does some amount of role loss
for duration of symptoms. Features like the isolation, bond with baby, reluctance to access
services, and internal strife seem less guaranteed and quite workable with the right services and

awareness available.
Strengths and limitations

This meta-ethnography included 12 papers, having benefited from a 2" screener for a proportion
of the papers returned from database searching. This methodology was adhered to as closely as
possible, with Meta-ethnography Reporting Guidance (eMERGe) utilised to ensure findings are

presented in an accessible format [28].

One limitation is a lack of homogeneity within the papers sampled in terms of stage of pregnancy
and qualitative methodology. The 2" screener had also planned to provide input for quality
appraisal but was unable to due to time restrictions. Meta-ethnography guidelines recommend

ateam-based approach to analysis which was also not possible due to resource constraints. The

50



choice to exclusively review peer-reviewed published work could be viewed as a strength but
does mean potentially insightful information from so-called ‘grey literature’ is absent. A similar
observation applies regarding the choice to exclusively include solely qualitative papers in the

name of seeking a more homogeneous sample but excluding data from mixed-methods studies.

Conclusions

This is the first meta-ethnography seeking to synthesise individuals’ experiences of HG, to the
best of the author’s knowledge. It provides insights into the ways others, especially HCPs, can
influence the sense-making process, and in turn the wider experience of HG. To ensure this
influence reduces, rather than contributes to, the burden of HG, HCPs should be prepared to
listen for signs an individual’s experience might constitute difficulties beyond more common
NVP. Clinicians in primary care and at booking appointments should be supported in the use of
screening measures. Screening and diagnostic measures should also continue to be researched
and refined as necessary. Formal diagnosis should be provided when HG is identified, and
individuals should be provided with or signposted to means by which they can access peer-
support as well as information for themselves and their support network to learn more about HG
to reduce uncertainty and help plan for the rest of the pregnancy. This could come from

organisations like Pregnancy Sickness Support in the UK, for example.

Other clinical recommendations following from the findings of this review include adopting a
tailored, person-centred approach due to the highly idiosyncratic configurations of the factors
seen to make up the HG experience as it is difficult to imagine a one-size-fits-all approach to HG
management based on this review. This can facilitate a positive therapeutic relationship and the
patient feeling able to access care rather than ashamed and unworthy of it. Professionals trained
in psychological therapies to facilitate adjustment to illness, such as clinical psychologists,

would seem well-placed to support individuals to understand their HG experiences during or
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after pregnancy. There is a demand for more mental health support, but efficacy and viability of
options would seem a fertile area for further research. The day-clinic model described by Doherty
and colleagues [50] included many HG-informed features which should be incorporated in other
sites and subject to ongoing evaluation and refinement. These include low-stimulation ward
environments with other individuals with HG to achieve a peer-support effect, continuity of input
from an HG-informed multidisciplinary team, and pre-bookable regular appointments when
required. More efforts at raising awareness of this condition in the general public are required to
increase detection of HG and compassionate support from friends and family whilst reducing

equivocation with milder NVP.

Further research into the roles of attention and whether managing to maintain or regain
occupational function can reduce or suspend nausea and vomiting symptoms would be helpful
in better understanding some of the findings from the synthesis. An exploration of the role of
different cultures on informing expectations of pregnancy and influencing attribution for
complications of pregnancy would also be welcome. We should also seek a better understanding
of whether HG rates differ internationally now that a consensus definition has been established.
If rates are higher in some nations, it would be interesting to note whether those cultures and
medical systems are better equipped to support HG sufferers and to learn from how this is
achieved. Syntheses should also be carried out to better understand other perspectives relevant

to the HG experience, such as those of partners and HCPs.

The findings of this meta-ethnography will hopefully improve understanding of HG, inform further
research, and provide guidance to clinicians leading to improved experiences for patients and

their families in the future.
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Abstract

Background: Hyperemesis gravidarum (HG) is a rare complication of pregnancy characterised by
severe nausea and/or vomiting. Past research indicates prior awareness of HG helps individuals
recognise it and seek appropriate support. The profound physical, psychological, and social
impact is frequently not understood or acknowledged by others, which adds further burden to
severe illness. Those encountering HG for the first time are therefore vulnerable and at risk of not

receiving appropriate support.

Aim: The present study sought to explore individuals’ first experiences of HG, and interactions

throughout, using an interpretative phenomenological analysis (IPA) approach.

Methods: Lived experiences of HG were explored using IPA. Eight women were recruited via

social media. Video interviews were performed remotely and transcribed verbatim.

Results: An overarching group experiential theme, ‘Journey to understanding’ encapsulated four
other group experiential themes, adding an evolving chronological element to HG experiences as
they progressed. The other group experiential themes were: “What’s wrong with me?”, {(How) Can

we get through this?’, ‘What others bring to the HG experience’, and ‘Looking back, looking ahead’.

Conclusions: This IPA deepens understanding of HG and provides further support that first
experiences are especially difficult due to a lack of awareness and knowledge on how to cope.
Findings also suggested first-time sufferers are more influenced by external factors, meaning
uninformed care can be especially harmful. Despite psychologically informed guidance being
available in the UK from as early as 2016, participants still had experiences in the NHS which
reflect a lack of HG awareness and therefore added burden rather than relieved it. Suggestions
of improvements from patient perspectives is included as well as ways clinical psychologists can

support improved HG care.
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Introduction

Hyperemesis Gravidarum (HG) is a severe form of Nausea and Vomiting of Pregnancy (NVP),
which affects 0.3-3.6% of pregnancies [1]. To move towards a globally accepted diagnostic
definition of HG, an international collaboration produced the Windsor Definition, which states
that illness must have started before 16 weeks gestation, severe nausea and/or vomiting is
present, inability to eat and/or drink normally and strongly limiting of daily activities [2]. Research
has linked HG to increased risk of numerous short and long-term physical health issues and
psychosocial outcomes for the pregnant individual and the child exposed to HG. These include
potentially fatal secondary impact on the pregnant individual from Wernicke’s encephalopathy
due to thiamine deficiency [3] and refeeding syndrome caused by less careful reintroduction of
nutrition following malnourishment [4, 5]. Evidence on the child exposed to HG during pregnancy
varies, but some suggest increased risk of low birth weight, children being born small for
gestational age, and prematurity [4]; any of which could impact development and later life
outcomes [6]. A recent review highlighted slight increases in neurodevelopmental disorders,
testicular cancer, and mental health disorders, though the authors urged caution due to poor

evidence quality [7].

Active contemporary theories on HG aetiology include genetic, hormonal, immunological and
infective factors [8-10]. Historically, HG had been contextualised as a neurotic conversion
disorder [11] or linked to hysteria [12]. Reviews inspecting the empirical rigour of the research
supporting psychogenic aetiology found it to be lacking [13, 14]. Poursharif and colleagues’[15]
qualitative study provided evidence indicating the aetiological evidence shift is not uniformly
reflected within medical practice or lay awareness. This could be understood via work
highlighted by Munch [16] suggesting that once psychogenic causation is concluded, it persists

due to gender bias in women’s health research [17].
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Management of NVP and HG guidance was recently updated by the Royal College of Obstetrics
and Gynaecology [18]. These guidelines recommend psychologically informed support and,
where indicated, stand-alone input should be offered. Support could include referral to
specialist services or signposting to peer support. The guidance describes mental health
difficulties as arising secondarily to HG. Recommendations cited research highlighting HG
sufferers having higher levels of somatisation, overall psychological distress, and depression
compared to non-HG expectant mothers [19] and more post-traumatic stress symptoms [20].
Depression and anxiety is found to be higher in those with HG [21]; and evidence suggests

psychological sequelae continue postnatally [22].

Perinatal mental health needs have been acknowledged by the Scottish Government [23] via
strategies linked to funding in addition to updated guidelines from the National Institute for
Health and Care Excellence [24]. A UK impact study on HG specifically has not been published,
however the national economic impact of NVP more broadly was estimated at over £62m [25].
Figures for HG patients are not provided, but as it is a severe form of NVP, HG likely requires
increased use of medical services and has disproportionately high economic impact relative to
those with less severe NVP. Negative experiences engaging with healthcare providers has been
shown to increase probability of poor outcomes related to HG, such as suicidal ideation, anxiety,
depression and termination of pregnancy [15, 26]. Views from healthcare providers and HG
patients revealed that medical staff questioned the validity of hospitalisation, attributed
psychosocial causation to symptoms, and voiced scepticism regarding severity of
symptoms[27]. The views from patients included feeling they weren’t deserving of medical care

and feeling unpopular with medical staff.

A systematic review of qualitative research on NVP highlighted a need for more high quality
qualitative research on this topic [28]. Qualitative research transparent about the views of the

author(s) would be welcome. Emergent psychosocial themes included difficulties caring for self
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and others; socialisolation; a sense of dying, suicidal ideation and termination of pregnancy; and
psychological difficulties (including depression, anxiety, guilt, and loss of self). Subthemes
included changing plans for more children and a need to take time off work [28]. For some within
Poursharif and colleagues’ [15] sample, relationship difficulties resulted in divorce and
occupational difficulties led to job loss. Nana and colleagues [29] found that rates of suicidal
ideation and termination of wanted pregnancies were higher if not offered medication to manage

HG symptoms and for those with poorer experiences of medical care.

Canadian research on the experiences of immigrants with HG underlined the impact of lacking
cultural knowledge to understand symptoms as it was linked to greater levels of criticism from
families, higher levels of stress, anxiety and self-doubt [30]. These findings highlight the influence
others can have on meaning-making for HG sufferers, which then impacts how HG is
experienced. Lived experience is shown to be especially important in Power and colleagues’ [27]
action research with medical staff as the three medical professionals with personal experience
of HG held more sympathetic views, contrasting with their peers [27]. Having everyone delivering
HG care experience the condition personally to illicit more compassionate care is not a viable
option. Short of that, well disseminated qualitative research could invoke more humane, less

sceptical responses by illuminating HG experiences.

This study aims to explore how understanding of the condition evolves throughout the experience
as well as the influence of degree of prior knowledge and others’ communication on the
experience of HG. One aim is to explore whether the increased availability of evidence-based
guidance results in fewer accounts indicating healthcare providers contributed to distress by

communicating scepticism, implying psychogenic causation, or denying access to treatment.
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Methodology

Design

Interpretative Phenomenological Analysis (IPA) was utilised to elucidate the complex experience
of HG as it is a psychologically informed analytic approach well established as a qualitative
methodology in healthcare research which acknowledges what the researcher brings to the
process [31, 32]. The more deliberate attention to bracketing of researcher bias and the IPA
methodology having been designed to understand personal experience made it the preferred
choice over thematic analysis. As there is an existing grounded theory of HG [33], a grounded
theory approach in this case seemed less appropriate. Smith and colleagues’ [34] updated IPA
procedure was utilised for this research. Remote semi-structured video interviews were used to
collect data. Feedback on aims and study design was sought and implemented from a panel of

experts by experience via Pregnancy Sickness Support (PSS).
Ethics

The University of Edinburgh’s Clinical Psychology Ethics Committee have granted full ethical
approval to this study (Appendix C). The University of Edinburgh’s School of Health in Social

Sciences Office also agreed to act as sponsor (Appendix D).
Recruitment

Recruitment began on 13™ April 2023 via the Facebook, Twitter and Instagram accounts of PSS.
Pregnancy Sickness Support were involved as the UK’s leading charity for supporting individuals
affected by HG. Individuals were invited to participate if they live in the UK, are over the age of 18,
had experienced HG for the first time within the last 8 years and had not given birth within the last
6 weeks. UK-wide recruitment was utilised due to the rarity of HG and concerns about a large

enough sample not being available locally. First experiences of HG were targeted to explore what
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characterised the experience and what contributed to meaning making without prior first-hand
experience. The specified recruitment timeframe sought to balance not being so distant that
recollection would be hard, but not so recent that they were still recovering from birth and
prioritising bonding with their child. Participants also had to be able to provide informed consent,
understand spoken and written English (or agree to the use of interpretation and translation to do
s0), and have access to the internet and equipment necessary to participate in a video or phone

call.

The study advert (Appendix F) distributed by PSS linked to a Qualtrics page. Individuals who
visited the page viewed the Participant Information Sheet (Appendix E). Those interested in
participating proceeded to the Consent Form (Appendix G), which also gave the options of
providing feedback about emergent group experiential themes and receiving a summary of the
final report. Providing consent took participants to a Contact Details Form (Appendix H), then a
Pre-Interview Questionnaire (Appendix |). Microsoft Teams was used to carry out and record all

eight video interviews.

The PSS panel of experts by experience also highlighted the male gender of the researcher
negatively impacted their sense of trust and safety to be honest about their HG experiences.
However, this was offset following the researcher’s disclosure of exposure to HG during both of
his wife’s pregnancies. After discussion with the wider research team, the panel’s
recommendation to inform interviewees of the researcher’s gender and their personal

relationship to HG was implemented to facilitate an informed decision about participation.
Participants

Of 153 online form completers, the first 11 to respond were offered an interview via email. Three
did not respond to the invitation or became unresponsive, leaving a sample of 8 whose

contributions were transcribed. The level of interest greatly exceeded what was anticipated,
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meaning the majority (n=141) of respondents weren’t offered an interview. Those who were not
offered an interview were sent an initial email thank them for their interest, highlighting the
overwhelming level of interest and that they would be contacted separately if they were to be
offered an interview. After 8 interviews had been conducted, the group of 141 were sent a further
email thanking them again for their interest but informing them that on this occasion they will not
be asked to contribute further to this study, once again citing the higher-than-expected level of
interest. All participants identified as having experienced HG for the first time within the last 8
years. Smith et al. [34] recommend recruiting between 6-10 individuals for an IPA conducted as
arequirement of a professional doctorate, which guided the present study. Information gathered
via the pre-interview questionnaire is presented below; including demographic details, details
relating to the context of their HG experience, and a modified version of the Pregnancy-Unique
Quantification of Emesis (PUQE) Index. The PUQE is a measure frequently used to quickly assess
severity of nausea and vomiting of preghancy presentations clinically [35]. This modified version
asked individuals to complete the measure in retrospect, thinking of a typical day during the

period they were experiencing HG symptoms.

Table 6 contains a summary of demographic information participants provided. Aliases have
been used to preserve anonymity. All eight had a minimum of an undergraduate degree and all
but two falling in the 35-44 age range, with the others aged 25-34. Aside from one full-time parent
and another who is self-employed, the participants were employed on either a full- or part-time
basis. All interviewees were married and aside from two residing in Scotland and Wales
respectively, they all live in England. Two of the participants have 2 children, with the others all
reporting having a single child at time of interview. All but one participant had prior experience of
a non-HG pregnancy and all births following HG took place within the last 8 years, meaning most

pregnancies were affected in some way by the Covid-19 pandemic.
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Table 6: Demographic Information

Alias Age Education Working Marital | Nation No. Non-HG Past Year(s) of
Level Status Status Children Pregnancies HG Birth(s)

Jane 35-44 | Postgraduate Full-time Married | England 2 Yes 2023

Mary 25-34 | Undergraduate | Full-time Married | Scotland 1 Yes 2022

Amy 35-44 | Postgraduate Full-time Married | England 1 Yes 2021

Nadine | 35-44 | Undergraduate | Part-time Married | Wales 1 Yes 2021

Claire 35-44 | Undergraduate | Part-time Married | England 1 Yes 2021

Brenda 25-34 | Doctorate Part-time Married | England 2 No 2019, 2022

Sally 35-44 | Postgraduate Full-time Married | England 1 Yes 2020
parent

Holly 35-44 | Undergraduate | Self Married | England 1 Yes 2020, 2023
employed

Table 7 summarises responses relating to experiences of participants’ first HG pregnancies.
Based on responses to items relating to diagnostic criteria for HG based on the Windsor
Definition, all eight participants would seem to satisfy diagnostic requirements, though one
participant reported not receiving a formal diagnosis. The diagnostic criteria state illness must:
have started before 16 weeks gestation; be characterised by severe nausea and/or vomiting; an
inability to eat and/or drink normally, and strongly limit daily activities [2]. Two participants
sought out mental health support during pregnancy, at least one of whom was privately funded.
Three of the eight participants had prior mental health diagnoses, those being Complex Post-
Traumatic Stress Disorder, Anxiety and Depression respectively. Six participants were prescribed
more than one antiemetic medication, one was prescribed a single antiemetic, and the other
participant was not prescribed any antiemetic medication. Scores on the modified Pregnancy
Unique Quantification of Emesis (PUQE) Index ranged from 8-15 out of a maximum of 15. Three
of the PUQE scores fell within the moderate severity NVP range, whilst the other five fell within
the severe range based on HG diagnostic criteria predating the Windsor Definition. Alongside
average hours slept, participants reported various comments on sleep including exhaustion as a
side-effect of medication, struggling to sleep despite being tired, and poor quality sleep due to
nausea. Finally, participants were asked to rate their wellbeing on a typical day during their HG
pregnancy from 0 (worst possible) to 10 (best possible). All scores ranged from 0-3 with one
response missing.
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Table 7: 1st HG Pregnancy Information

Alias Met HG Formal Mental Health Prior Mental | Prescribed | PUQE Average Wellbeing
Criteria* | HG Support Sought | Health Antiemetic | Score** Daily Rating (0
Diagnosis | during Diagnosis Medication Sleep (worst) -
Pregnancy (hours) 10)
Jane Yes Yes No No Yes (more 15 18-20 3
than one)
Mary Yes Yes No No Yes (more 15 12 0
than one)
Amy Yes Yes Yes (private Yes (CPTSD) Yes (more 13 10 2
psychotherapist) than one)
Nadine | Yes No No No No 8 9 1
Claire Yes Yes No Yes (Anxiety) | Yes (more 13 12 0
than one)
Brenda | Yes Yes No No Yes (more 12 6 3
than one)
Sally Yes Yes Yes Yes Yes (one) 12 Can’t 3
(psychologist) (Depression) Remember
Holly Yes Yes No No Yes (more 13 16-20 Missing
than one)

*HG Diagnostic Criteria as proposed by the Windsor Definition [2], **The Pregnancy Unique Quantification of
Emesis (PUQE) Score comprises responses to 3 items rated out of 5 relating to NVP symptoms, with higher scores
indicating greater severity (Appendix I)

Data collection

Datawas gathered during May and June 2023 using semi-structured video interviews on Microsoft
Teams. Interviews were recorded and automatically transcribed using Microsoft Teams, then
transcripts were manually checked for accuracy and corrected using the original recording.
Interviews ranged from 80 to 112 minutes in length with an average of 91 minutes. Participants
were supported to describe their experiences and evolving understanding related to HG using an
interview schedule (see Appendix J) designed with IPA methodological principles in mind [34].
When interviews were complete, participants were thanked for their time and provided
opportunity for a short verbal debrief before being sent a standard Debrief document (Appendix
K). Disclosing my own exposure to HG appeared to have the desired effect of eliciting personal
events and emotions quickly, though there was still the occasional allusion to the limits of what |
could comprehend as a male individual. Questions such as, “How was your experience of

communicating with health professionals regarding your HG?” and prompts like, “Can you talk

me through who the main involved professionals were?” were used. Feedback was sought and
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implemented in relation to this schedule from a panel of experts by experience organised by PSS,
particularly with respect to accessibility and appropriateness of language. This included being
reminded that individuals who do not identify as women but were born biologically female can

still suffer from HG, and so to try to utilise gender-neutral language in materials where possible.

Reflexivity

| am completing a doctorate to become a clinical psychologist. Prior to this | was a clinical
associate in applied psychology for over four years. | primarily used cognitive behavioural therapy
to help individuals with a range of physical, emotional, and social difficulties appreciate the
interconnectedness of our thoughts, emotions, physiological sensations, and behaviour. Since
beginning to study psychology in 2005 and over my years of clinical practice | have learned about
various models | have brought to bear in the present study to try to better understand and analyse
the experiences described. | am also a father of two children, my wife having endured HG during
both pregnancies. It was her experiences, and our experiences as a family, which brought me to
this topic. | have tried to be aware of the ways my own experiences have influenced my
perception of HG as a phenomenon and have hopefully arrived at a transparently reasoned set of
conclusions and recommendations. A reflective log was kept throughout as a space to
continually explore and record noteworthy reflections in accordance with IPA guidance (Appendix
M) [34]. An initial bracketing exercise was conducted prior to data collection to try to increase
conscious awareness of what biases in interpretations might be more likely due to personal

exposure to HG.
Analysis

Smith et al. [34] outline seven steps for analysing data for IPA. The first involved the researcher
immersing in the data by reading each transcript at least twice and rewatching the original

recordings. Detailed notes were made relating to each transcript, commenting on language used,
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concepts present and descriptions of what was said. The next step involved using the notes to
identify experiential statements present for each individual transcript (for an example, see
Appendix N). The example demonstrates how the coding and annotation functions on NVivo were
utilised to record experiential statements and help develop personal experiential themes. Once
personal experiential themes had been extracted for all transcripts, they were compared to look
for convergence and divergence across the sample, which helped develop group experiential
themes (hereafter referred to as ‘themes’) and subthemes. If themes and subthemes were

present in half or more of the transcripts they were included [34].

In accordance with recommended best practice in qualitative research [36], all participants were
asked whether they would like the opportunity to provide feedback on the themes and subthemes
extracted from the data. A summary of themes and subthemes was prepared (Appendix O) and
sent out to those participants who opted in to this process. Feedback from those who provided

it was incorporated into the final report.
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Results

Summary of themes

An overarching theme of ‘Journey to understanding’ served as a throughline to the experiences.

Four other themes were identified; “What’s wrong with me?”’, ‘What others bring to the HG

experience’, ‘(How) Can we get through this?’, and ‘Looking back, looking ahead’. Each theme had

a set of related subthemes (Table 8). See Figure 3 for a visual representation of themes and

subthemes and how they relate to one another which shows them flow into one another as

opposed to being separate, as well as understanding building over time.

Table 8: Summary table representing themes and subthemes

Group Experiential Themes

Subthemes

Journey to understanding

“What’s wrong with me?”

Completely overwhelming
Living with uncertainty

“Extraordinarily isolating”

What others bring to the HG experience

Being believed and understood
Tip of the iceberg
“They wanna get you out of there ASAP”

(How) Can we get through this?

HG peers and allies
Torn about medication

Desperate measures

Looking back, looking ahead

Wanting to block out, but often can’t

The prospect of doing it again
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Figure 3: Overarching theme and themes

(How) Can we
get through this?

“What's wrong with | | . | Looking back, looking

What others
bring to the HG
experience

me?” ahead

Journey to understanding

Journey to understanding

This overarching theme serves as a throughline representing the understanding of first HG

experiences evolving throughout and beyond pregnancy.

“..sense-making kind of creeped in, | think after that point of being given this label that
even with that it was still a kind of journey of figuring out ‘cause no one actually explains

what that means. It's just, it’s something called HG.” [Brenda, line 647-649].

Here we can see mention of the iterative process of interviewees making sense over time. There
is also an indication of limited professional explanation, as Brenda was not alone in receiving little
information beyond diagnosis. Each journey was unique but included HG fluctuating throughout
pregnancy, with the physical, psychological, and social impact compromising function and being
acknowledged and understood to varying degrees by others.
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“What’s wrong with me?”

Expectations of pregnancy typically suggest individuals will be able to continue functioning as
usual, perhaps with some discomfort during the first trimester due to ‘morning sickness’. What
individuals encountering HG for the 1 time experience violates those expectations, as some
describe being too unwell to continue usual routines. They find themselves negotiating the role
transition from usual level of function to significantly disabled for some or all of pregnancy. The
unexpected magnitude of illness and speed of onset presents the individual with a situation that

is hard to make sense of.

“..I don't think that helps feeling that...you've been weak and you're just not coping
well...you're so down as well...it's just knackering...you're physically exhausted, mentally
exhausted and...you should be excited and happy...It alljust impacts...and just like grows,
it's like a big weight on you...you do, just feel like an absolute, like failure like this is
something you should be able to do. It's natural...and you're just struggling day-to-day to
see it through to the next day, you're considering termination...embarrassing as

well...because it's you.” [Mary, line 568-596]

This quote exemplifies the shock at the beginning of many first HG experiences including violation
of prior expectations of what pregnancy was supposed to be and what Mary felt she should be
capable of. This stage typically predates awareness of HG or consideration that it could apply as
it’'s “something over there and that's really extreme and really, really rare. So that can't be what |
was experiencing” [Brenda, line 349-350]. She may have assumed she was experiencing
‘morning sickness’ which many continue to function through. Interviewees questioned being
strong enough to be pregnant without knowledge of a more serious condition. Some feel
ashamed associated with feeling they’ve failed to fulfil a natural function. This quote also

illustrates the physical defining symptoms at the core, then exhaustion and the mental and

emotional impact that grows. The collective impact of HG can be so significant that termination
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of an otherwise wanted pregnhancy is considered. The upcoming subthemes explore the
components which layer upon each other to make the early weeks and months of a first

encounter with HG especially difficult.

Completely overwhelming

Descriptions the sample gave of their realities throughout pregnancy were analysed to gain

insight into the physical impact of HG.

“..the sort of narrative that society or movies put out there that in your first trimester, you
might be a bit sick...like once or something in the morning or whatever, as the name
suggests. But I was so sick, like | felt absolutely rubbish. People talking about these glowy
pregnancies where they look amazing and their hair's gorgeous...this was not my
experience...the vomiting...was so consistent throughout the entire day and night...only
respite | had was when | was asleep...that constant nauseous feeling...it just gets you

down...” [Sally, line 813-857]

The mismatch between expectation and reality comes through here alongside frustrations about
the term ‘morning sickness’, which has been described as, “a very invalidating and unhelpful
term” [Brenda, line 180]. The term implies vomiting is restricted to mornings and doesn’t mention
persistent nausea. Contrary to what morning sickness would imply, what is described is a
relentless physical experience which left Sally and others feeling awful, including mood being
negatively impacted, and only experiencing relief when unconscious. Various participants
reported a range of unpleasant sensory changes which made their bodies feel foreign to them
and contributed to overwhelm as it felt like they were working against their own physiology; “l had
such a strong aversion to water... just the thought...would make me feel sick...so challenging in

terms of getting so dehydrated” [Brenda, line 971-978].
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“..I'wasn't suicidal, but | didn't want to exist. | wanted to go on standby. That's the way |
used to say to everyone. You know when you put your TV on standby? | just wanted to go
on standby until it was over. | didn't wanna die...But every day when | woke up in the

morning with it again, | didn't want to do the day.” [Nadine, line 1896-1902]

Living with HG was so dreadful that Nadine suggests a desire to lose awareness for the duration.
These quotes convey oppressiveness; at its worst, the illness is experienced in every waking
moment. The sentiment is therefore understandable, though Nadine emphasised that she did

not want to die, rather she wished there was a way for her to skip beyond HG.

Living with uncertainty

Individuals expressed uncer