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Women'’s experiences of medical miss-diagnosis: How does
gender matter in healthcare settings?
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Abstract

Medical misdiagnosis for women continues to be a significant problem, leading to disparate health outcomes.
To understand how women make sense of experiences of medical misdiagnosis, eight women from Aotearoa/
New Zealand were interviewed about misdiagnosis of conditions that equally affect female and male bodies. This
work was guided by feminist principles and used narrative analysis to develop the following three themes: (1)
Contradictory dialogues: doctor as expert or not? (2) Self-advocacy in the misdiagnosis experience; and (3) Not
taken seriously in healthcare settings: it’s all in your head. Supported by previous work, our findings assert that
women are treated poorly in healthcare settings with detrimental outcomes for them and their wider community.
Reasons for this include female bodies being excluded from medical research, so that little is known about how
illnesses present in female bodies, or how they affect women. Problematically, knowledge founded on male
bodies is used to diagnose conditions in women. These biases perpetuate gender stereotypes and preconceived
beliefs about women. Unexplained symptoms are considered ‘made up’ or are blamed on women’s mental well-
being. Women are therefore not always considered credible symptom reporters and may be dismissed and ignored
by healthcare professionals.
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Why misdiagnosis matters

Misdiagnosis for women is an increasingly significant health and social problem. Delays
in diagnosis can produce self-doubt, psychological distress, social isolation, family strain,
increased physical discomfort and treatment-seeking delays, all resulting in heavy illness
burdens and potentially death (Berg Gundersen et al., 2016; Waldron et al., 2012; Wehbe-
Alamah et al., 2012). Some women are unable to cope effectively with their illness when they
do not have an adequate explanation for their physical symptoms (Levin et al., 2003; Waldron
et al., 2012). Research in the United States shows the rates of misdiagnosis (26%) are higher
than those of surgical accident (25%) (Neale et al., 2011; Pelaccia et al., 2020). Studies also
show that women are misdiagnosed at much higher rates than men. Women in the United
Kingdom, Brazil, Germany and New Zealand are 30-75 percent more likely to be
misdiagnosed for illnesses that equally affect women and men (Newman-Toker et al., 2014;
University of Leeds, 2016; Women’s Health Action, 2020), while female-specific illnesses,
such as endometriosis, take an average of seven years to be successfully diagnosed (Arruda et
al., 2003). These findings are troubling and demonstrate problematic misdiagnosis rates,
leading to disparate health outcomes for women.

Diagnosis is a valuable tool and offers many functions, including explaining illness,
identifying appropriate treatments and predicting outcomes (Gerolamo et al., 2018; Jutel,
2019). A diagnostic error, or ‘mis-diagnosis’, can therefore be considered as a failure to
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detect disease (Pelaccia et al., 2020) and occurs when a patient is ejected from a healthcare
setting without any diagnosis, or is given a diagnosis which is later proven to be incorrect
(as evidenced by failure of appropriate treatment). Increased research into misdiagnosis for
women will contribute towards more equitable and socially just medical practices that ensure
women are included and receive the medical attention they deserve. We begin this exploration
by presenting general background information regarding the socio-political conditions which
produce androcentric healthcare systems that treat women and their bodies as problematic,
and how these matter to (mis)diagnosis.

Medicine and how it sees women and female bodies

While we recognise that cultural and social contexts have particular effects and are specific to
the location of healthcare systems, biomedical healthcare generally reflects an androcentric
bias inherent in western societies, including Aotearoa/New Zealand (Munch, 2004; Verdonk
et al., 2009). It has long been recognised that within these androcentric healthcare systems,
medical knowledge is derived from research conducted on male bodies and generalised to
female bodies, which in turn (re)positions the female body as pathological to a male norm
(Marcum, 2015; Munch, 2004; Verdonk et al., 2009). Both women and men experience a range
of similar health conditions and illnesses (e.g. heart disease), however female bodies continue to
be underrepresented in, or entirely excluded, from clinical trials, so that little is known about
how certain diseases affect women’s material condition specifically (Adams et al., 2008;
Davidson et al., 2012; Women’s Health Action, 2020; Worrall-Carter et al., 2011). The
materiality of female and male bodies differs hormonally, genetically and physiologically.
Each has varying presentations and severities of illnesses and symptoms, as well as different
responsiveness to ‘standard’ tests and treatments (Ballantyne & Rogers, 2011; Celik et al.,
2011; Wienclaw, 2013).

When the female body is assumed to be different, and those differences are exaggerated
in relation to a male body, an alpha bias occurs and both sexes are presupposed to be treated
differently. A beta bias occurs when difference is assumed to not exist or is minimised, and
female and male bodies are erroneously treated equally (Alspach, 2012; Hare-Mustin &
Marecek, 1998; Saletti-Cuesta et al., 2016). Smirthwaite and Swahnberg (2016) describe these
alpha and beta biases in relation to healthcare and gender as (respectively) Type A: exaggeration
or construction of difference between female and male bodies in ways that compromise health
and/or cause inequity in care; and Type B: the absence of difference between female and male
bodies while making one sex (typically male) the standard for both.

Women’s exclusion from health research also produces biases more generally and influences
how female bodies are treated in healthcare settings. Biases reinforce gender stereotypes and
preconceived beliefs about women (and men), as well as about certain conditions and illnesses;
these stereotypes and beliefs are not contested by androcentric empirical research on women and
female bodies. Such biases work to obfuscate the ability to observe and process critical clinical
information (Marcum, 2015). In effect, healthcare professionals may perceive a stereotypical
version of a patient, facilitating prejudice, which leads to misdiagnosis (FitzGerald & Hurst,
2017).

Moreover, as well as negating women and female bodies, prejudices are enacted and lead to
negative treatment by healthcare professionals and misdiagnosis (McSweeney et al., 2005). In
their research in the United States, McSweeney et al. (2005) found that that some healthcare
professionals considered women patients to be ‘time wasters’; they dismissed some symptoms
as ‘irrelevant’ and treated the women patronisingly during their consultations. Waldron
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et al. (2012) in the United Kingdom and Wehbe-Alamah et al. (2012) in the United States
similarly found that women who have experienced misdiagnosis report being dissatisfied with
medical explanations about their symptoms. Some of the women in these studies were told
they were ‘over exaggerating’ or that their symptoms were ‘all in your head’. These forms of
condescension imply women are malingerers who create psychosomatic symptoms and work
towards fuelling discourses of women as attention seekers or hysterical hypochondriacs.

Further research has identified that women are frequently dismissed from healthcare
settings without appropriate tests being conducted, leading to failures in helpful and accurate
diagnosis. For example, in the United Kingdom and Spain, spirometry testing for Chronic
Obstructive Pulmonary Disorder is utilised more frequently for men than women, despite the
proven effectiveness of this test for both genders (Chapman et al., 2001; Delgado et al., 2016).
When attention is paid to female bodies in medical research, it focuses on a ‘bikini model’ of
health, as described by Wenger (2004), which centres health on female reproductive systems
(menstruation, pregnancy, childbirth, menopause) (also Ballantyne & Rogers, 2011; Verdonk
et al., 2009). This narrow conceptualisation produces huge gaps in medical knowledge, and
also contributes to disparate health outcomes (Chen & Standing, 2007; Payne & Doyal, 2010;
Sanfey, 2005). Some authors argue that such differential health outcomes are the result of
patient behaviour, implying that medical misdiagnosis arises from women’s inadequacies,
because women experience non-normative symptoms, fail to report relevant symptoms and
describe symptoms vaguely, making it difficult for a clinician to diagnose their condition
correctly (see Alspach, 2012; Saletti-Cuesta et al., 2016). However, if women experience
symptoms in ways that are not considered ‘standard’ for an illness, then it should be an
opportunity to apply more rigorous medical knowledge and diagnostic skills to identify the
varying symptoms experienced, instead of producing biases (A or B) and misdiagnoses for
women because their symptoms do not align with men’s symptoms (Adams et al., 2008;
Koyama et al., 2018; Ross & Lypson, 2014).

There is limited research focused specifically on the outcomes of medical misdiagnoses for
female bodies and women in Aotearoa/New Zealand. Work by Jutel (2019) acknowledges that
diagnosis is a social tool used to explain illness, identify treatment, predict outcomes, allocate
resources and strengthen powerful relationship structures between patients and healthcare
professionals. The New Zealand government aims to address health inequalities for women
(Ministry of Health, 2002), however, their focus is on health that is specific to women and
female bodies, such as cervical cancer screening, pregnancy care and breast cancer screening
and treatment (Healthed, 2011). The Women’s Health Action also addresses this form of ‘bikini’
health, but does include information about heart attacks among women, including discussion
about women being excluded from research about heart disease and heart attacks, differing
symptoms of heart disease and heart attacks between female and male bodies, and why sex and
gender are important considerations in health and healthcare (Women’s Health Action, 2020).

To work towards remedying these health injustices, this current research project aims to shed
light on women’s experiences of misdiagnosis and how women who have been misdiagnosed
make sense of their experiences. It also seeks to give women the chance to share narratives
around misdiagnosis and have their voices heard, because the implications of misdiagnosis are
often overlooked or ignored by health professionals and researchers alike.

Methodology

Our research is located firmly in a feminist paradigm. In this way, it is overtly political, and
challenges broader social, economic and cultural contexts affecting women’s lives (Fish, 2009;
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Ussher, 2004). This research practice is acknowledged as a (co)production of knowledge
(Akman et al., 2001). We worked collaboratively with participants through conversational
interviews and provided the opportunity for the participants to amend transcripts and follow
up with any additional thoughts or responses. We also recognise that our roles as researchers
influenced all aspects of the research project, particularly that of the lead researcher who had
her own experience with misdiagnosis. The project was reviewed and approved by the Massey
University Human Ethics Committee: Southern A, Application SOA 18/32.

We drew on a narrative methodology for the project, because we understand that
experiences, such as accessing healthcare, act as mirrors for social realities (Rickard, 2015;
Squire et al., 2013). Narratives enable sense-making by providing spaces for sharing stories,
along with a sense of closure and validation, particularly when narratives represent troubling
experiences (Akman et al., 2001; Latz, 1994; Rickard, 2015). Sense-making can be seen as
the interplay between inner dialogue and social contexts, where sense emerges over time
through multiple interactions and recounting of experiences, either alone or with others,
enabling insight into an experience (Dowding et al., 2016; Harrington, 2017; Wright et al.,
2004). Narratives are thus a valuable way to organise human experience and social
relationships.

Narratives can be analysed in many ways, however we focused on meaning and social
structure, rather than plot or language (Kim, 2016; Rickard, 2015; Squire et al., 2013). As
we interpreted the narratives, no specific theoretical underpinning was adhered to (Smythe,
2012). Instead, the women’s voices and their narratives were privileged, and a descriptive
and interpretative analysis was used to look for patterns in the narratives that would inform
narrative themes (Kim, 2016; Walsh et al., 2015).

Participants were recruited through public advertising and subsequent snowballing. In total,
eight women participated, all of whom were living in Aotearoa/New Zealand and who had
experienced misdiagnosis with a health condition that was non-gender specific; that is, they
were all illnesses or conditions that are equally likely to affect women and men. Their
misdiagnoses included not receiving a diagnosis, or receiving a diagnosis that did not fit
symptoms and that was later proven to be incorrect by failure of treatment or by success of
alternate treatment (including diagnoses of mental health issues).

The participants’ illnesses varied from acute to chronic, with several women having multiple
health issues for which they had also experienced misdiagnosis. Some of these diagnoses were
disputed by the women and are noted as such. Table 1 describes participants’ ‘official diagnosis’,
the time it took for the healthcare system to reach that diagnosis, and the seriousness of the illness
or condition if it remains untreated. All of the women described their illness or condition as
having a significant impact on their lives, which also affected their families and whanau.

Table 1. Diagnostic Information for Participants

Participant | Time to diagnosis in | ‘Official’ biomedical diagnosis Effects of condition
healthcare system

Amiria Three years Trigeminal neuralgia Significantly debilitating

Cara A few days Sudden sensorineural hearing loss Permanent hearing loss

Piper Fifteen years Chemical sensitivity exposure (disputed) | Significantly debilitating

Zoe Two weeks Hypokalaemia Death (heart arrhythmia)

Hannah One year Chronic fatigue syndrome Significantly debilitating

Nicole Twenty-one years Ehlers Danlos syndrome Significantly debilitating

Amy One year Motor neuron disease (disputed) Death

Bryony Two months Breast cancer Death
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Of the eight participants, one identified as Maori, one as mixed-American, and six as New
Zealand European or Pakeha. Participant’s ages ranged from 26-57 years old. One-on-one,
semi-structured interviews were conducted, following an interview guide. Pseudonyms were
given to the women (and these are used throughout the article), and the final diagnoses the
women received are included to represent the range of illnesses and provide context.

The narratives and finding meaning

We are focusing in this article on the three main narrative themes that emerged from our
interpretation of the women’s stories about their misdiagnosis experiences: (1) Contradictory
dialogues: doctor as expert or not? (2) Self-advocacy in the misdiagnosis experience; and (3)
Not taken seriously in healthcare settings: it’s all in your head. While the third narrative stands
on its own, aspects of it were interwoven throughout the other two themes, representing the
complexity and interconnectedness of social meaning and relationships.

Contradictory dialogues: Doctor as expert or not?

Within the participants’ misdiagnosis experiences, contradictory dialogues highlighted how
women position their healthcare professionals as experts who nevertheless lack adequate
expert knowledge. This contradiction represents how opposing ideas can operate
simultaneously. In western cultures that value empirical rationality (as in medicine) and a
‘singular’ truth, contradictions can be troubling (Colyar, 2012). Even so, they allow the
exploration of two paths, both of which provide innovative insights into experiences and
processes that are troublesome and need to be reviewed in some way (Hagel et al., 2013;
Squire et al., 2013).

Five of the women stated that they believed their healthcare professionals had extensive
training and experience with illness. This expertise initially convinced participants that they
were given an accurate diagnosis and appropriate treatment. For instance, Zoe and Amiria
accepted an initial diagnosis from their healthcare professionals:

I figure she knows what she’s doing. She didn’t seem worried about it, so I was like ok. I’'m not a doctor, I
don’t know enough about this. (Zoe, hypokalaemia)

You assume as a human being who doesn’t know as much as they do, that they know what’s best because
they’re the professionals. So, you go along with what they say, and you listen to them because they’re the
professionals. (Amiria, trigeminal neuralgia)

The women’s belief about the ‘doctor as expert’ was supported by their assumption that they
themselves ‘did not know’ because they were not healthcare professionals. Both participants
position themselves as subordinate because they knew less about their health than a healthcare
professional. Healthcare professionals are elevated to a higher status due to their assumed
knowledge and skills in illness diagnosis and treatment (Ceplak & Hlebec, 2012; Jutel, 2019).
These women’s words illustrate how they initially trusted in their healthcare professionals’
decision-making around symptom clusters and management, believing they were acting with
competency and reliability (Ceplak & Hlebec, 2012; Jutel, 2019).

Conversely, when the women in this study were asked specifically why they thought they
had been misdiagnosed, six responded that it was due to their healthcare professional lacking
knowledge about their illnesses, thereby demonstrating a contradiction with the ‘doctor as
expert’ discourse. It can be surmised from the participants experiences that, while a healthcare
professional is considered knowledgeable, they are also not knowledgeable enough. The
following two excerpts highlight how this lack of knowledge led to misdiagnosis:
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They put me in hospital for a good four or five years and just dosed me up on steroids cos they had no idea
what was going on. (Nicole, Ehlers Danlos syndrome)

All T kept getting was: ‘it’s a medical mystery. We’re not sure why it happens.” Great! That’s fine. But that’s
the one thing that’s been consistent: GPs (General Practitioners) don’t seem to be educated at all on this
condition. (Cara, sudden sensorineural hearing 10ss)

Nicole and Cara were diagnosed with conditions that were rare or unknown, which in a
way could have served to absolve the healthcare professionals from an ethics of care, while
offering a reason for their knowledge gap. Two other participants also narrated how they were
convinced that their illnesses were rare and unknown within the medical community. Like
Nicole and Cara, having an uncommon health condition also served as a rationale for why their
doctor as the expert was unable to make a correct diagnosis.

When asked, most of the participants did not know why their healthcare professionals were
unable to definitively identify their illness. When a healthcare professional lacks knowledge,
a regular outcome is either no treatment, delayed treatment or referrals to specialists, who
are often the gatekeepers to additional treatment (Briones-Vozmediano, 2017; Waldron et al.,
2012). For two participants, unsolvable conditions led to years of hospitalisations and
undergoing serious drug treatments. Not having an explanation for health conditions can also
produce anxiety, limit coping and throw doubt on the seriousness of the symptom reporter; this
is confirmed by Levin et al. (2003) and Waldron et al. (2012) who (respectively) investigated
women’s experiences of misdiagnosed Systemic Lupus Erythematosus in Israel and Multiple
Sclerosis in the United States.

The health conditions experienced by the women in this study were not specific to female
bodies, which coheres with the design of this project, yet half of the conditions the women
described are more common in female than male bodies, and, as such, they may have been
subject to less medical interest and research (see for example Briones-Vozmediano’s work on
fibromyalgia, 2017). This could explain why healthcare professionals claimed the illnesses
experienced were ‘rare’ or ‘unknown’.

Traditionally, within western societies that value knowledge and power (including Aotearoa/
New Zealand), healthcare professionals are positioned as experts and therefore command
respect, while patients are passive consumers of their medical ‘gaze’ (Balcioglu, 2012). As
demonstrated by the women in this study, patients in these medical systems are socialised to
accept medical decisions and not challenge them (Ceplak & Hlebec, 2012; Hagan et al., 2017,
Joseph-Williams et al., 2014; Jutel, 2019). In particular, women can be confronted by power
dynamics in doctor-patient interactions and face barriers to treatment from medical experts
who seemingly refuse to listen to women who challenge treatment recommendations based
on knowing their own bodies (Joseph-Williams et al., 2014; Katz et al., 2008). As Jutel and
Dew (2015) note, diagnosis is a social exchange, and the authority to diagnose lies with the
role socially assigned to healthcare professionals. To contest power dynamics and social roles,
Colyar (2012) suggests an approach that allows for a valuable dialogic, where more than one
dialogue is heard, and respected. This type of dialogic will enable the complexity of social
and material lives to remain intact, rather than being reduced to a mere description. For
example, listening to women’s experiences and expertise about their bodies and considering
that information in the diagnosis process, rather than dismissing it as ambiguous or irrelevant
information, would create a space that values both parties’ knowledge (Teunissen et al.,
2016). Such an approach is incredibly important to women being heard and considered during
consultations with healthcare professionals.

Unfortunately, however, valuable dialogue is rare and not widely practiced as a way of
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understanding two parties in social contexts, particularly in western societies (Colyar, 2012).
As a consequence, women are often dismissed from healthcare settings despite speaking up
about their symptoms. This in turn propels them to advocate for themselves, when possible,
and fight for diagnosis and treatment. This self-advocacy is discussed in the next section.

Self-advocacy in the misdiagnosis experience

Participants in this study spoke frequently, but at times implicitly, about self-advocacy in
their misdiagnosis narratives. Self-advocacy can be conceptualised as a person seeking to get
their needs met when facing a challenge (Hagan et al., 2017). In a health context, this can
include making informed decisions about healthcare treatment, navigating healthcare systems,
working collaboratively, and communicating effectively with healthcare professionals. A range
of research (see, for example, Ruggiano et al., 2014, Valenti, 2011, Wiltshire et al., 2006)
recognises that when successful, self-advocacy produces better health outcomes and improved
interactions between patients and healthcare professionals.

Every woman’s narrative in this study represented her self-advocacy. This ranged from the
women researching their conditions, asking for tests, approaching specialists themselves
(particularly as symptoms persisted or worsened), designing treatments and other actions
associated with fighting for access to healthcare.

Five of the women discussed doing their own research into symptoms and treatments.
These women were quick to point out that this was through valid research practices, drawing
on reputable sources rather than the derided ‘Dr Google’ or ‘Web MD’ culture (Lyons &
Chamberlain, 2013). We can assume that having credible knowledge was important to the
women who had been positioned as inauthentic malingers, and also resonates with our social
imperative of valuing ‘expert knowledge’. The women explained they did research to gain
information, answer questions and push for further treatment after being constantly ignored
or dismissed in the healthcare system. However, as the quotes below show, when participants
presented their research findings to their healthcare professionals, they were met with disbelief,
cynicism or dismissal:

I said to her that every symptom I have and everything I’ve researched and studied, and then she gave me the,
‘and what, Googled?’ (Amiria, trigeminal neuralgia)

A lot of this stuff | was reading, that | got from uptodate.com which is a medical site, and | would mention that
to the specialist but they’re not really keen to discuss it with you. I’m told things like ‘oh you read too much’,
‘you shouldn’t believe everything you read on the internet’, all that kind of stuff. (Amy, motor neuron disease
— disputed)

To be dismissed as naive or gullible served to potentially silence and disempower these
women and limit their agency over their own self-advocacy and health. The ‘doctor as expert’
discourse is also clearly demarcated in the following example. After suffering with extreme
pain for approximately five years, Amiria conducted extensive research and self-diagnosed her
condition. However, it took a further three months to convince her healthcare team to take her
findings seriously. As Amiria recounts, this resulted in further frustration, extreme distress and
continuing delays in receiving treatment:

Diagnosis was based not upon them giving me one, but me telling them what I had. I told them I think I’ve
got TN [trigeminal neuralgia] and then the nurse was just like, her face was like, ‘why do you think that?’ In
a rude sarcastic way, that’s exactly how she answered me. They gave me some stuff to put me to sleep so |
would have a remission period ... and it didn’t work. And that was when she finally said, ‘I think we should
get someone else’. They then got a guy in and he said, ‘Oh it sounds like trigeminal neuralgia’. And | was like,
I’ve been trying to tell you guys this for three months! (Amiria, trigeminal neuralgia)

Women's Studies Journal, Volume 34 Number 1/2, December 2020: 22-36. ISSN 1173-6615
© 2020 Women'’s Studies Association Aotearoa/New Zealand / Pae Akoranga Wahine Hosted at www.wsanz.org.nz/


http://www.wsanz.org.nz/

Women's experiences of medical miss-diagnosis 29

That the healthcare professional discounted Amiria’s self-diagnosis is problematic beyond the
experience of Amiria or the other women in this study. Without self-advocacy, that is, pushing
to get their needs met, the women in this study would not have gained correct diagnoses or
appropriate treatments, and subsequently, relief from symptoms. Women outside of this study
might not have the wherewithal to advocate for themselves and contest medical experts due to
social power and positioning. While Amiria had a voice, her situation demonstrates how
difficult it is for women to self-advocate in the face of healthcare professionals who are
sceptical, who do not take women patients seriously and who traditionally silence and ignore
women. This is discussed more fully in the next theme that covers women having little credence
in healthcare.

Not taken seriously in healthcare systems: It’s all in your head

This theme focuses on how women are perceived in healthcare settings. The literature (see,
for example, Lorentzen, 2008; Maserejian et al., 2009; Verdonk et al., 2009) reflects that
women are often positioned as mentally unwell rather than physically unwell, which also
contributes to them not being taken seriously as symptom reporters. This in turn poses another
barrier to accurate diagnosis and treatment and is, unfortunately, incredibly common in
women’s experiences in healthcare settings, particularly around misdiagnosis (Alspach, 2012;
Lorentzen, 2008). The implication is that the symptoms women report are not related to a
physical condition, but are ‘made up’, or the result of a mental health condition. Historically,
chronic conditions with inexplicable symptoms that affect more women than men fell under the
category of ‘hysteria’ and were not taken seriously by the medical community or considered
legitimate medical conditions. Examples of these include fibromyalgia, chronic fatigue
syndrome and multiple sclerosis (Katz et al., 2008; Ussher, 2013). This type of situation was
mentioned by Bryony:

It’s always women who are put into categories of things like ME [myalgia encephalitis}, which basically just

means ‘we have no idea what’s wrong with you so we’re going to label you with this meaningless term and
stick you in a boxand ignore you.” (Bryony, breast cancer)

Bryony’s comment reflects the experiences of many of the other participants who recounted
that their symptoms seemingly had no explanation, and therefore they were not taken seriously
as an ill person. For some of the women in this study, healthcare professionals suggested that
symptoms were the result of anxiety or depression. The women experienced this as incredibly
frustrating. They described the need to assert to their healthcare professional that they had
the ability to recognise symptoms of anxiety and depression as being different to their current
physical symptoms. Piper provides an apt example of this below:

| said, ‘Look, I’ve had a panic attack before, | know what that feels like. This is not it’. | said, ‘I’ve been
depressed, | know what depressed feels like, I’'m not talking about that’. (Piper, chemical sensitivity — disputed)

Tobe clear, the distress described by the women in this study was the result of their misdiagnosis
— not being taken seriously, or having symptoms worsen (either through mistreatment or
through no treatment). The distress they described was not an outcome of their initial symptoms
or the consultations. During their interviews, the women noted how they would present calmly
to their healthcare professionals. Zoe’s narrative provides an exemplar of her GP’s response at
a follow-up meeting (after they had misdiagnosed Zoe’s illness):

[The GP said] I'm so, so sorry. I did not realise how sick you were. And your mannerism, you’re just very
staunch whenever you talk to me as a GP. (Zoe, hyperkalaemia)
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Zoe’s enactment of ‘staunchness’ can be interpreted as the management of any sick identity,
S0 as not be seen as hysterical, but rather as a credible symptom reporter (Katz et al., 2008;
Ussher, 2013). Other participants recounted speaking in a ‘straightforward’ manner with
healthcare professionals, seemingly with the intent of justifying their actions and being taken
seriously.

Briones-Vozmediano’s (2017) and Maserejian et al.’s (2009) research confirms that often
the first diagnosis a woman receives is that of a mental health condition, such as depression.
Once (mis)diagnosed in this way, she may find it more difficult to be taken seriously as a
patient suffering physical symptoms (Donskoy, 2015; Ussher, 2013). Additionally, once a
psychological diagnosis has been reached, or any other diagnosis, the process of diagnosing
ceases altogether and other potential diagnoses are not considered (Britto, 2018; Graber et
al., 2005). Yet to not be taken seriously as a symptom reporter, or to be told that symptoms
are made up or ‘all in your head’, is detrimental to women’s health and ultimately, their wider
communities.

Quick to point out that they were not ‘crazy’ or frequent users of healthcare and that they
had legitimate physical symptoms, the women in this study demonstrated awareness of social
perceptions of women as hypochondriacs or attention seekers who visit healthcare settings at
the slightest symptom (see Nicolson, 2004, whose work on biological politics challenges and
contests ‘man’-made science and understanding of women’s bodies and health care, particularly
how women are seen in healthcare settings). It also reflects an androcentric-western healthcare
system, where women are ousted from healthcare settings without appropriate medical tests.
To challenge mental health judgements, some of the women reported that they managed the
frequency of their healthcare usage to increase their credibility with healthcare professionals.
For example:

I never was a hypochondriac. I’d always avoid going to the doctor. I wasn’t that sort of person. (Amy, motor
neuron disease — disputed)

I hardly go to the doc - I don’t like going to the doctor, I don’t make a habit of going to the doctor. In fact, |
would only go when | have these (episodes). They don’t see me from one, two-year, three-year slot to the next.
I’m not a regular caller. (Piper, chemical sensitivity — disputed)

Being misdiagnosed meant that Piper did not seek help from a doctor, and she would have two
to three-year gaps between visits. Nicole, like Piper, disliked visiting doctors as the interactions
were distressing. Nicole was specifically told that symptoms were ‘all in your head’ and not
legitimate. This worked to erode her trust in the healthcare system:
There’s nothing to see, there’s nothing to fix, so, what are you here for? We can’t help you. Go home, it’s all
in your head. It was pretty severe and serious but at that point | had doctors telling me: ‘your mother’s making

it up and putting it in your head’. Or, ‘we can’t find out what’s wrong with you so there’s nothing wrong with
you’. (Nicole, Ehlers Danlos syndrome)

These types of attitudes and treatment by healthcare professionals can produce a sense of
wariness for women trying to navigate healthcare systems and thus can provoke health
avoidance actions. Three women in this study mentioned using alternative treatments, refusing
appointments with specialists and holding off visiting a healthcare professional until symptoms
were persistently intolerable. As reflected in the literature (see, for example, Berg Gundersen
et al., 2016), this response is alarming and diminishes well-being. Regular health checks are
important at certain times in people’s lives (for example, monitoring for hypertension, which is
a precursor to cardiovascular diseases; Department of Health and Social Care, 2013).

Western medicine’s attitude to women was articulated by one participant, who summarised
why healthcare practices resulted in poorer outcomes for women. Bryony stated:
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I think it’s the attitude to female biology. The fact that there isn’t the research on women’s health that there
iS on men’s. That it’s assumed that we are, or being hysterical and I don’t — I think that we’re seen as: there’s
people and then there’s women and we’re the abnormal, we’re the difficult and you can’t worry about people
like that in the same way as you worry about, you know, real people. (Bryony, breast cancer)

Bryony’s narrative epitomises other research on gender and health, in that the female body is
assumed to be either different or similar to the male body. These biases (re)produce women
(who are more than a body) as lesser to the male norm. Bias and poor attitudes towards women
operate implicitly in healthcare systems, but by drawing attention to health injustice we may
render them ineffective (Beaumont, 2016; Chapman et al., 2013; FitzGerald & Hurst, 2017).
Throughout this analysis, we have highlighted how women described experiences of being
treated rudely, not being taken seriously and being unable to gain fit-for-purpose diagnoses that
would have provided effective treatment of their symptoms.

In closing

Three narrative themes were represented in this research report. Each theme came from the
women’s stories about their misdiagnosis experience, namely: contradictory dialogue around
‘doctors as experts’ who also have inadequate knowledge — particularly around conditions that
affect female bodies more frequently and have little research conducted on them; how self-
advocacy played a role in women’s interactions with healthcare professionals — though not
always successfully; and how women are seen in healthcare settings as having psychological
symptoms rather than physical symptoms.

An androcentric western healthcare system that values and privileges male bodies impacts
how women get to experience health. Excluding women from necessary health research is a
human rights issue. Women can be positioned, at times, as unreliable symptom reporters, even
about their own bodies, and as such, they are silenced and ignored by a healthcare system that
privileges men and dismisses women.

Some of the participants in this project queried whether an increased number of women in
medicine has changed or could change attitudes towards, and treatment of, women patients in
healthcare. However, as noted by Risberg et al. (2011), women doctors acquire knowledge and
social practices within a problematic androcentric healthcare system that continues to privilege
male over female, and likely influences their thinking and attitudes towards women/female
patients. This was evidenced in the participants’ narratives, when they described scenarios
where women healthcare professionals were rude or dismissive. More women in medical
training facilities would not necessarily change medical pedagogy, without medical training
programmes being re-written in a way that considered how androcentric practices and bias
influence the way women are treated. Including more women in training facilities also fails to
overcome the exclusion of women/female bodies from healthcare research and textbooks.
Countering this exclusion is so desperately needed if we are to better understand women and
female bodies. Additionally, gender as a topic needs to be embedded in the overall curriculum
of healthcare training, rather than simply included within elective courses about gender or
women (Bleakley, 2013; Hamberg et al., 2002; Risberg et al., 2011).

Women who have fewer resources, such as those living in underprivileged or
disadvantaged circumstances, will undoubtedly face more barriers to gaining a correct
diagnosis, as their socioeconomic status (SES) intersects with their gender (Parker et al., 2017,
Wiklund et al.,, 2016). This could affect their ability to successfully self-advocate, or
repeatedly visit a healthcare professional, or seek alternative or specialist treatment due to
limited time, money and resources. Similarly, those affected by structural violence, where a
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social structure or institution creates harm by preventing their ability to meet their basic needs
(Weigert, 2008), are harmed by practices that constrain their agency on the basis of their
ethnicity or sexuality (Farmer, 2004). Being a member of a marginalised community intersects
with gender and SES, and affects a person’s ability to contest unsatisfactory treatment.

This study is a product of the time and place in which it is situated (Smirthwaite &
Swahnberg, 2016). A predominantly white sample was recruited, reflecting the larger
populational composition of Aotearoa/New Zealand, and the dominance of white voices in
research (Holmes, 2016). As such, we recommend engaging with other ethnic groups with
regard to misdiagnosis in Aotearoa/New Zealand, particularly Maori and Pasifika communities,
as it could provide further insights into the intersections of ethnicity with misdiagnosis and
treatment in healthcare settings. Although a plethora of research attests to the poorer outcomes
for Maori health (see, for example, Reid et al., 2019; Houkamau et al., 2017), which is attributed
to colonisation, racism and bias, it would be invaluable to shine a torch on misdiagnosis for
Maori women specifically. The Ministry of Health Manatii Hauora is committed to reducing
inequalities in health for New Zealanders, focusing on structural elements that are the root
causes (Ministry of Health, 2002), and this current research will help to highlight a significant
health injustice.

There is little research that explores the experiences of healthcare professionals with regard
to misdiagnosing patients. While it was not the intention of this work to include healthcare
professionals’ narratives, understanding how these professionals frame their experiences would
offer further insight into the misdiagnosis phenomenon, particularly for those who are unaware
they have misdiagnosed, as they may not see the patient again. Including the healthcare
professionals’ voices will offer a holistic sense-making option and open up a valuable
dialogue between patient and healthcare professional that could lead to insight and
understanding around the misdiagnosis phenomenon (Colyar, 2012; Latz, 1994). We also
acknowledge that the healthcare system is under-resourced, and healthcare professionals are
often overworked, both of which create difficult environments in which to work.

Misdiagnosis and the poor healthcare experiences for women in healthcare settings are
still happening, despite attention first being drawn to this issue over 30 years ago (Munch,
2004). Misdiagnosis has significant health implications for women, their families and the
wider community. As such, we must continue to work towards addressing this serious social
injustice for the health and wellbeing of all. Failure to continue to do so has potentially fatal
consequences.
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