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Peter Hegarty and Tove Lundberg

Beyond Choosing Umbrella Terms: Two
Psychologists Make Sense of ‘Intersex’
for Gender and Sexuality Studies
Scholars

1 Introduction

We contribute to this interdisciplinary book series on Gender and
Sexuality Studies as two psychologists immersed in the new area of
intersex studies, aiming to orient unfamiliar gender and sexuality
scholars to this field. This topic area is emerging in a context of stark
disagreement between medical and human rights understandings. We
focus on language as a point of entry for gender and sexuality scholars
who are interested in intersex studies. We analyse the discourse of a
recent important statement about what language terms should be used
to describe sex characteristics that do not fit binary models. The focus
on finding ‘correct’ umbrella terms has several limitations, and we
consider what other understandings of language might imply for
medical and psychological interventions aiming to promote well-
being. Our own recent social psychological research contrasts how
laypeople, without expert knowledge of intersex, understand ‘umbrella
terms’ and how experts by experience of intersex conceptualize and use
language to navigate social contexts. We argue for a strategic anti-
essentialist psychology in this area and conclude by returning to an
important analogy between language and gender drawn at a crucial
juncture in the history of psychology’s engagement with intersex. That
analogy underestimates the human capacity to be fully bilingual and,
as a consequence, closes off important creative enactments of language
and gender, which humans ordinarily show.
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2 Background

Intersex traits are often described as physical sex characteristics that
deviate from societal norms for male or female embodiment. The
incidence rate of 0.5-1.7% of intersex traits is accepted by the United
Nations (Monro et al., 2017, 3), whilst some biomedical scientists put
the estimate closer to 0.3-0.5% (Lee et al., 2016, 159). Rather than
resolving questions of incidence, this chapter orients towards long-
standing and ongoing fundamental disagreement about what
terminology to use to categorize embodiment beyond the binary norm,
what features define this category, and whether or not this category is
best defined by the presence or absence of features at all. We begin
with a short outline of the history of intersex and the diverse ways that
psychology and psychologists have been involved in this topic area.

Since the mid-twentieth century, a medical protocol developed in large
part by the psychologist John Money prescribed early surgery on
intersex traits to normalize appearance and an assignment of children
to a sex of rearing. We will return to Money’s conceptual
understanding later but first focus on its historical effects. His and his
colleagues’ work justified a non-disclosure policy and faith in the belief
that children would acquire the gender identity to which they were
assigned irrespective of their underlying biology. This protocol was
guided by an understanding that living openly with such traits was a
psychological impossibility and faced no effective challenges for
decades (see e.g. Reis, 2009).

In the early 1990s, feminist scholars drew attention to the ways in
which the assumption that there were two, and only two, gender or
sexes was enforced through this medical protocol (Kessler, 1990;
Fausto-Sterling, 1993). Whilst these criticisms were not initially
engaged with the lived experience of people who had been made
subject to these protocols, intersex-identified people quickly built a
social movement that challenged the rationale for early intervention.
They narrated their lived experience as the proof of harm being caused
by the shame and secrecy required by existing medical protocols
(Chase, 1998; Dreger, 1999). Medical ethics fell short here, in part
because psychological research focused overwhelmingly on the gender
and sexual identities of people with intersex traits rather than negative
psychological effects on individuals and families. In particular, people
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with Congenital Adrenal Hyperplasia were routinely studied as a
‘natural experiment’ used to answer nature/nurture questions about
gender and sexuality, to the exclusion of psychological questions about
the effects of medicalization, spectacularization, and shame (Stout et
al., 2010). Some clinicians called for a moratorium on surgeries,
mindful that some children did not adjust to their sex of rearing as
Money predicted (Diamond, Sigmundson, 1997), including David
Reimer. Reimer had been John Money’s most celebrated case study and
it was later revealed that this case had involved both psychological
abuse and scientific fraud (Colapinto, 2001).

In the 1990s, Gender and Sexuality Studies courses began to address
intersex more frequently. Psychology of gender textbooks had long
discussed intersex people as ‘natural experiments’ along the lines
discussed above, but intersex was not frequently mentioned in Gender
and Sexuality Studies otherwise. A few psychology of gender textbooks
began to break this mould and to discuss intersex movements (e.g.
Crawford, Unger, 2004). However, in a review of Gender and Sexuality
Studies curricula in the 1990s, Koyama and Weasel (2001) found that
intersex continued to be described as an example that demonstrated
the social constructedness of gender and sex categories. Fausto-
Sterling (1993) was the most frequently used text, and Koyama and
Weasel (2001) conclude that the voices and writings of intersex people
were rarely referenced. This critique describes well the experience of
the first author as a PhD researcher in California (1993-1999). He first
read Money’s work to understand the politics of nature/nurture
arguments about homosexuality, was introduced to the work of
Fausto-Sterling and Kessler by anthropologists and sociologists in
gender studies contexts, and gave a presentation at a Gender Studies
conference in 1996 that made precisely the errors described by
Koyama: an overemphasis on the insight that categories of gender and
sex were socially constructed and a neglect of the priorities
foregrounded in narratives of lived experience.

During the early 2000s, research and activism diversified and an em-
phasis on the lived experience and expressed needs of people with in-
tersex variations became more evident in diverse contexts. Academi-
cally, Preves (2003) published the first large sociological study drawing
on interviews with intersex-identified people in North America and she
used stigma theory and the history of LGBT movements to analyse the
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current state and project a bright future for the intersex-identified
community. A support group based in the UK, AISSG, also adopted a
more collaborative approach to improving medical care. They also af-
forded access to social scientists who described how medicine colluded
with norms for gendered embodiment affecting women with Androgen
Insensitivity Syndrome or AIS (Alderson et al., 2004). The British Psy-
chological Society journal The Psychologist published a special issue on
intersex in 2004 (Liao, Boyle, 2004).

Discussions of the use of language, terminology, and classifications
were an important part of the changes that happened during the early
2000s. Davis (2015) describes how the strategy of ‘collective confronta-
tion’ by intersex movements in the 1990s diversified to a wider array of
both confrontational and collaborative relationships with medical
groups in the early 2000s, and we rely on her account of these shifts
here. In 2000, Chase was invited to speak at the Lawson Wilkins Pedi-
atric Endocrine Society. This event signalled the increasing recognition
of intersex movements within medicine during the early 2000s. To-
gether with medical and bioethics colleagues she later called for a re-
vision in taxonomy, arguing that “the current taxonomy does not rep-
resent a division into what philosophers of science call ‘natural kinds”
(Dreger et al., 2005, 730). These authors were reacting against the per-
ception that the histology of gonads was a feature that could ground
diagnostic categories labelled as ‘hermaphrodism’. They challenged
both the misleading and stigmatizing associations of the term, the con-
flict between this conceptual system and other forms of scientific
knowledge, conflating a person with a condition, and creating a
‘hierarchy of authenticity’ among intersex people (Dreger et al., 2005,
732). They argued for a two-level category system that recognized dis-
tinct conditions and the umbrella term ‘disorders of sexual differenti-
ation’ (DSD) in clinical medicine. Later in 2005 at a Consensus Meeting
of paediatricians, the term ‘disorders of sex development’ was intro-
duced at a “rushed final plenary session” (Davis, 2015, 44). The Intersex
Society of North America (ISNA), which Chase had founded in the
early 1990s, quickly adopted the term in place of ‘intersex’ in its com-
munications, and the term ‘DSD’ was presented as the correct one to
use over ‘intersex’ and ‘hermaphrodite’ in the 2006 Consensus State-
ment on the Management of Intersex Disorders (Lee et al., 2006). This
statement continues to frame biomedical understanding and practice
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(Davis, 2015, 46), as does the claim that ‘disorders of sex development’
is a less confusing, less pejorative, modern, descriptive term that incor-
porates scientific advances and is meaningful for the people that it
names and their family members.

3 Language Since the Chicago Consensus in
2006

Since Chicago, psychologists and social scientists have repeatedly
asked whether or not medical practices have substantively changed as
a result of new norms in favour of parents’ and patients’ active involve-
ment in medical decision making, multi-disciplinary teams working
together, including psychological care, acknowledgment of the harms
risked by surgery, silence and spectacularization, and the shift in lan-
guage towards DSD (see the papers in Liao, Roen, 2014). A self-report
survey of European physicians showed that the uptake of the DSD lan-
guage was rapid and widespread, but only half of clinics self-reported
a decline in the most controversial of surgical interventions, which is
the reduction of clitoral size (Pasterski et al., 2010). Evidence of such a
decline in surgical rates remains lacking in multiple countries, such as
the UK (Creighton et al., 2014).

Important attempts to answer the questions mentioned above include
the ‘Ten Year Global Update’ (Lee et al., 2016) to the 2005 Chicago
Consensus Conference, which convened fourteen working groups to
consider progress since 2005. Nineteen diverse professionals in one
working group focused on prescriptions for nomenclature and debated
the functions and effects of DSD and other language in a corpus of
emails of 80,000 words in 2014 to 2015. The corpus was then subjected
to thematic analysis and reported by six working group members
(Delimata, Simmonds, O’Brien, Davis, Auchus, Lin-Su, 2018). Four
other contributors were listed as ‘unconditional affiliates’, five as
‘conditional affiliates’, and four were not listed at all. The contributors’
variable agreement with this analysis of their own exchange attests to
the difficulty of achieving their goal of defining consensus around
language, even ten years on from Chicago. Similarly, our critiques of
the limits of this conversation should not be read as critiques of any of
the individuals who participated in it.
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After Chicago, several surveys on different continents show that
experts by experience, defined as people with intersex variations and
their family members, rarely use DSD and very often perceive it as
pathologizing (summarized in Lundberg et al., 2018). Aware of these
surveys, the authors of the nomenclature-paper (Delimata et al., 2018),
including Lin-Su who had conducted such surveys, made the point that
surveys demonstrated that DSD was experienced as pathologizing.
However, DSD was also described in their conversation as a valuable
term because of its aims to avoid attributions of sex ambiguity (which
were assumed to be harmful) and because it named the biomedical
“reality, reflecting the patient’s condition, thereby helping them to
come to terms with, and adapt to their circumstances” (Delimata et al.,
2018, 101). We note here the conflict between two approaches to
science: an understanding based on a realist view that linguistic
signifiers can be mapped directly onto clear-cut realities whose
existence is beyond question versus an understanding emphasizing the
empirical study of what people say language terms mean to them. In
sum, the experts’ diverse opinions about DSD resonated well with John
Austin’s distinction between the locutionary meaning, related to the
reference of a term, and the perlocutionary social function of a speech
act (1962).

The experts noted that Dreger et al. (2005) had never called for an end
to the use of ‘intersex’ as the later Chicago Consensus had done. They
also used Dreger et al.’s (2005) metaphor of the umbrella term to
describe ‘DSD’ and discussed the merits of ‘umbrella terms’ at length.
Their discussion drew upon a limited understanding of humans’
abilities for reasoning with categories. Contradicting the idea that
‘DSD’ mapped onto a ‘reality’ that would be harmful to deny, Delimata
et al. (2018, 102) reference an unresolved “debate among various
endocrine societies and individuals regarding what conditions ought
to be included under the term.” A desire for a clear-cut category is more
apparent in this discussion than the recognition of the existence of any
such category, let alone a neutral word to describe it.

Fears about proceeding without such a category centred on concerns
that harms that clinicians might inadvertently create if they were to
wrongly generalize between very different patients will “[result] in the
individual’s needs not being correctly identified” (Delimata et al., 2018,
102). This relationship between the debates about categories, which
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medical professionals continue, and the shared desire for a simpler
mapping of bodies to categories is very relevant to a long-standing
fantasy of genetic futurism in medical approaches to intersex (see
Griffiths, 2018). Griffiths narrates histories of medical faith that future
research would ‘sort out’ category ambiguity, taking moral ambiguity
about medical practice away with it and particularly the question of
whether Klinefelter’s and Turner’s syndromes sit under that umbrella
or not. The history of competing interests in the earlier category of
‘intersex’ narrated by Griffiths (2018) is continuous with the call for a
two-level category system in Dreger et al. (2005) and the description in
Delimata et al. (2018) of ongoing expert disagreement about who falls
under the DSD umbrella, “depending on the perceived source of
concern, whether sexual, reproductive, genetic, gonadal, genital,
hormonal or morphological” (102). At the start of this chapter we
resisted answering the question about the incidence of intersex. We
point out now that we did so to avoid giving our readers the false
impression that there is more certainty and agreement in medical
discourse about what the range of any umbrella term in this area might
be than actually exists.

The irony we wish to point out here is that whilst DSD is described as
a reality with which patients must come to terms and which
practitioners must use to organize clinical practice and research, there
is also an opposing desire that the signifier ‘DSD’ can remain open to
reinterpretation, at least for some people in some contexts. Delimata
(2017) has critiqued the application of an essentialist philosophy to
intersex, and Thorne and Hegarty (2019) have described how cognitive
psychology research on categorization applies to intersex. Both note
the failure of essentialism to describe how humans reason with cate-
gories, and how people often construct, and reason with, categories
whose members lack shared essential features. We reason as such
when we construct categories to achieve certain goals, such as ‘things
to bring on a camping trip’, for example (Barsalou, 1983). Later in
Delimata et al. (2018, 105), it becomes clear that DSD was discussed as
a goal-directed category constructed to achieve particular performative
effects. Criticism of DSD and considerations of alternatives lead the
authors to list eight goals that any good umbrella term should achieve:
(1) highlight health implications, (2) clarify the purpose of umbrella
terms, (3) avoid pejorative effects, (4) not employ ‘disorder’ (for that
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term implies something to be fixed), (5) not employ ‘sex’ as this term
could increase existing anxiety, (6) accurately reflect biomedical issues,
(7) be simple enough to ease communication, and (8) emerge from, or
at least be tolerated by, those to whom it is applied. A similar list was
offered by Dreger et al. (2005). Umbrella terms are asked to achieve a
lot more goals than only to describe essential features.

Thorne and Hegarty (2019) summarize the arguments made by others
that humans sometimes appear to reason as if their categories had an
essentialist grounding more than they actually do (Medin, 1989), but
evidence a very ordinary lack of explanatory depth in the sense that
they cannot point to those essentialist features when they are
demanded to do so (Hampson, 2010). The discussion of Delimata et al.
(2018) clearly shows a lack of explanatory depth among contemporary
experts, and we should not expect neo-essentialism to change the
epistemological landscape here any time soon. Rather, in institutional
and cultural contexts where categories such as diagnoses are
implemented, people very commonly shift between understandings of
those categories as having clearly defined or fuzzy boundaries. Such
flexibility is often necessary to make institutions work (Bowker, Star,
1999). As the original Chicago Consensus statement put it: “Disorders
of Sex Development [...] nomenclature should be sufficiently flexible to
incorporate new information yet robust enough to maintain a
consistent framework” (Lee et al., 2006, e488). Whilst insisting that
DSD reflects a reality with which patients must come to terms, medical
experts seem to retain the privilege of keeping the signifier ‘DSD’ open
to do a wide range of things for multiple contexts and diverse
audiences. This assumption of the privilege to both remain anti-
essentialist whilst insisting that reality is grounded in essences with
which others must come to terms is the point of departure for our own
work on sense-making in this area.

4 Diversifying Expertise with Language Use

Borrowing from Griffiths (2018), we describe the attitude to language
in biomedicine as one of linguistic futurism; a persistent faith that, in
spite of all evidence and logic, research will one day bring about clear,
value-free signifiers (expressed as medical terminology). We do not
share this faith but keep in mind the purported overarching goal of
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medicine in this area, the health, wellbeing, and flourishing of people
with intersex variations within their families, social contexts, and soci-
eties. From this perspective, medical contexts and their accompanying
discourses are some, but not all of the contexts that people with inter-
sex variations must navigate during their lifetimes. We are thus ori-
ented to the question of how experts by experience use language to
perform certain everyday actions and whether or not the linguistic
tools they have available work for them in the ways that people who
lack their expertise by experience correctly anticipate and understand.
In a recent empirical paper (Lundberg et al., 2018), we drew on differ-
ent data sources to explore these questions. We drew on twenty-two
interviews with young people and interviews with twenty-four mothers
and nine fathers (representing twenty-five families), the so-called
‘experts by experience’. We also drew on ten focus groups (including a
total of thirty-one women and nine men) with adults without any
particular knowledge, or experience, of intersex.

We were aware of surveys across Europe, Australia, and the USA which
show that people with intersex variations and their family members are
only very rarely content to use the DSD language. An exception to this
pattern is the European DSD-LIFE study (Bennecke, De Vries, 2016),
but this team also was unique in using the language of DSD exclusively
in its recruitment materials. In an Australian survey, which used more
diverse recruitment materials, intersex and intersex-related terms were
the only terms preferred by a majority of participants (Jones, 2017).
Pushing past votes for particular terms, we wanted to understand and
describe experiential expertise in what Austin (1962) might call ‘doing
things with terms’ in everyday life.

In our study, experts by experience and lay focus group participants
had distinct preferences for terms. ‘Intersex’ was preferred by more
people in both groups than was ‘DSD’, but more of the focus group
participants preferred both of the umbrella terms ‘intersex’ and ‘DSD’.
All groups commonly noted - often quite quickly — that DSD was a
pathologizing term, but the focus group participants more commonly
voiced optimism that as a medical term, DSD might have positive nor-
malizing effects. Focus group participants were also more optimistic
about any benefit from the association between ‘intersex’ and sexual
and gender minority groups than experts by experience, who more of-
ten voiced concern about the risks of such associations. These group
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differences suggest to us that people new to this area could quickly
frame debates about language as one between the benefits of ‘intersex’
and ‘DSD’, whilst experts by experience may find this conversation less
relevant to their day-to-day life than others presume. More details
about the interview and focus group questions that elicited these data
are provided in Lundberg et al. (2018).

Parents and young people did not use existing terms descriptively but
did things with respect to language in their day-to-day lives that a
debate about umbrella terms could risk precluding. For example, some
avoided all such terms, and one parent expressed doubt about there
ever being an adequate umbrella term noting that:

“Intersex and DSD’s, is, is such a, so many different kinds [...] and
different manifestations of, [...] it’s hard to get an umbrella term [...] it
depends on the situation or [...] who we're talking to.” (Lundberg et al.,
2018, 169)

This quote exemplifies something very ordinary; that the language that
people are using when they talk about their or their child’s
embodiment or social identity needs to do things that vary by audience
and context. Social psychologists consider these matters to be so well
evidenced that they can be assumed (Potter, Wetherell, 1987; Tajfel,
Turner, 1986), but such regularities of social life run counter to the
desires of linguistic futurism - that is, to name the reality with which
different people must come to terms by using only one unified
signifier. Day-to-day life demands more flexibility than linguistic
futurism desires. A different approach to those demands is not to avoid
umbrella terms but to use them in conjunction to express something
individual and particular. As one young person said:

“I think DSD just describes physically how my sex development has
been different and intersex just describes how I feel like my gender
identity is maybe not a 100% female.” (Lundberg et al., 2018, 167)

Survey research on other continents shows that people with intersex
traits use the term ‘DSD’ when interacting with clinicians but not in
other social contexts (Davis, 2015; Jones, 2017). Such code-switching
could be demanded by talking DSD language in clinical contexts whilst
limiting the impact of a diagnosis on self-definition in other areas of
life (Lundberg et al., 2016, 340-341).
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Experts by experience dispreferred umbrella terms but did report other
experiences with language more commonly. When we asked young
people how they talked about their sex development, they commonly
told us that they do not talk about it at all, speaking to a lack of acces-
sible linguistic resources for self-definition among people who are re-
ceiving medical intervention. Shame is frequently mentioned in inter-
sex people’s stories and the difficulties it presents are often cited as the
reason why medics “have to do something” via surgical intervention
(Roen, 2008, 53-54). Elsewhere we have described how parents of such
young people must develop knowledges about how and when to talk
about their child’s diagnosis. These can be understood as forms of situ-
ated expertise that are not given by knowing the diagnosis itself
(Lundberg et al., 2017, 523-524). The need for such resources and ex-
pertise in everyday life settings also informs the need for psychological
interventions that enable people to find and use self-determining lan-
guage in this area. The opportunity for young people to say “I am in-
tersex” or “I have intersex characteristics” could make a huge difference
to exploring diverse ways of making sense of their embodiment and
themselves, particularly if “I am abnormal” and “I have a disorder” are
the only other options for self-identification that the social context has
offered thus far. Although, since Chicago, the validity of multidiscipli-
nary teams in this area has depended upon the inclusion of psycholo-
gists, in reality, the inclusion of psychological expertise and of psycho-
logical care in these teams remains unclear. The potential lack of
psychologists’ representation is highly problematic and may be justi-
fied by fantasies that medicine can bypass emotional suffering, whilst
it never produces emotional suffering (Liao, 2016). Medical profession-
als could realize that patients may need more time than they are often
allowed so that they can flexibly formulate thoughts and questions in
language that are relevant to their experiences (Roen, 2019).

Many experts by experience whom we interviewed - 63.6% of parents
and 45.5% of young people - reported a preference to use what we
categorized as descriptive terms, whilst only 17.7% of the lay focus
group participants without experience did so (Lundberg et al., 2018).
Parents reported that they sometimes said things like “her adrenal
glands don’t work” as part of a strategy to communicate necessary
information whilst maintaining privacy (see also Sanders et al., 2012).
Medical intervention in the lives of children with intersex traits can
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risk their right to an ‘open future’ to self-determining choices later on
(Carpenter, 2016; Kon, 2015). Similar to medical interventions, some
parents reported using these descriptive explanations as linguistic
strategies to keep future options for identification open. Others
pursued the same kind of ends by different means, using multiple
umbrella terms - both ‘intersex’ and ‘DSD’ - as a deliberate strategy of
keeping several linguistic choices open for their children down the line.

Ours is not the only qualitative study that addresses the experience
and expertise of young people and their family members. In an
excellent synthesis of such studies conducted in multiple countries by
scholars in multiple disciplines since Chicago, Roen (2019) emphasizes
clear evidence of emotional costs of medical interventions. Roen
argues there is insufficient time for emotional processing of events that
unfold in medicalized environments and for building the supportive
relationships required to develop such collaborations. This evidence
calls for a critical psychological approach that assumes that how we talk
and know in this area has material consequences, according to Roen.

5 Possible Routes for Gender and Sexuality
Studies

Lundberg et al.’s (2018) focus groups were a rare attempt to respond to
Liao and Simmonds’ (2014) call to understand how people without
expertise, by virtue either of profession or experience, make sense of
experience. These focus group participants in some way remind us of
Koyama’s critique (in Koyama, Weasel, 2001) of addressing intersex
only as an illustration of the social constructedness of gender. Experts
by experience often encounter people whose understanding of intersex
is limited to gender, framed by umbrella terms, and which
consequently provides limited concepts for understanding their own
lived realities. When experts’ definitions of terms diverge from those
of people they are talking about, psychological research can help by
describing the associations that key terms in the discourse bring to
mind, to better understand the concepts that lie behind them (Kelley,

1992).

Accordingly, Hegarty et al. (under review) asked 271 UK and USA par-
ticipants to list their associations to three umbrella terms, namely
‘DSD’, ‘intersex’, and ‘hermaphrodite’. Most participants had heard of
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the term ‘hermaphrodite’, fewer had heard of ‘intersex’, and only a mi-
nority reported that they had heard of ‘disorders of sex development’.
These umbrella terms had overlapping associations and distinct refer-
ents. ‘DSD’ referred more to biomedicine, to children, and to family
contexts. ‘Intersex’ prompted more references to gender minority iden-
tities. ‘Hermaphrodite’ prompted unique references to non-human en-
tities, including plants, animals, and mythical characters, as feared by
Dreger et al. (2005). These ‘umbrella terms’ do not have identical pro-
totypical referents (children vs. adults vs. non-humans) and they are
not equally familiar to non-experts. Accordingly, people, in everyday
contexts, should be expected to use these somewhat different linguistic
tools because they imply different referents to different audiences and
can be assumed to be part of the common ground in conversations with
others to a greater or lesser extent. For example, Hegarty et al. (under
review) included ‘hermaphrodite’ in the survey, with an awareness that
the term had been described as pejorative, because they had to use it
to develop common ground regarding their research goals with Uni-
versity Ethics Officers, who had not heard of either ‘intersex’ or ‘DSD’.
Accordingly, they included ‘hermaphrodite’ on the assumption that it
might access aspects of public understanding that the other terms
might fail to prompt.

We conclude with points for gender and sexuality scholars about how
such terms might serve to bridge their own expertise and this area.
Gender and sexuality scholars in cultural studies who focus on classical
literature are most likely to use ‘hermaphrodite’ as a point of entry.
Hegarty et al’s (under review) results remind those scholars that
‘hermaphrodite’ continues to imply the doubly-gendered, the mythi-
cal, and the non-human. Zajko (2009) has recently revisited Ovid’s sto-
rytelling of Hermaphroditus and Salmacis through engagement with a
range of queer and intersex scholars, concluding that considering
Hermaphroditus as queer might alleviate “prejudice surrounding the
intersexual by providing the modern phenomenon with an ancient eti-
ological myth” (197). While Zajko is cautiously optimistic about Ovid’s
tale, Groves’ (2016) more recent reading of Ovid’s poetics suggests that
intersex people who continue to call for recognition of their lived ex-
perience (e.g. DuBois, Iltis, 2016) may not be satisfied by it. As Groves
(2016) very cleverly explains, Ovid’s poetic narration in Metamorphoses
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produces a sense of after-the-fact surprise in discovering Hermaphro-
ditus identity toward the end of the story, similar to that afforded by
viewing earlier sculptural representations of Hermaphroditus. This
available experience of surprise falls short of the storytelling and -lis-
tening that is demanded in intersex studies now, as Zajko (2009) re-
cognizes. Lundberg et al. (2018) found no evidence of people using this
ancient myth to make sense of their embodiment, identity, or them-
selves, or as a term that enabled communication with others. However,
ancient texts can remain very relevant in the lives of many people, as
when Christian intersex people gain a narrative resolution of intersex
and Christian identity when reading about ‘eunuchs’ for the kingdom
of heaven in the Christian New Testament (Cornwall, 2010, 136-137).

We expect that the term ‘intersex’ will appeal to a broader range of
scholars in gender and sexuality studies, as both Hegarty et al. (under
review) and Lundberg et al. (2018) show that laypeople often analogize
intersex to gender minorities and to LGBT. A recent response to the
Council of Europe Human Rights Commissioner’s Issue Paper on
Human Rights and Intersex People critiqued the representation of
intersex issues by existing LGBT groups on the grounds that those
organizations had not worked in partnership with clinical services or
with parental support service groups, whilst “the assumption that
intersex is per se related to sexual orientation and gender dysphoria or
confusion (...) has a detrimental effect on societal understanding of
variances in sex development and undermines the efforts of many
people working towards optimal outcomes” (Cools et al., 2016, 408).
Carpenter (2016, 2018) has also voiced caution about LGBT
organizations ‘adding the I, but his concerns centre on the ways that
organizations of intersex-identified people, not medical teams or
parents, can be pushed to the side in the process. We agree with
Carpenter (2018, 497) that claims about identity between these groups
are poorly grounded and risky and with his point that a historical
connection exists because of long-standing stigmatization, the use of
intersex people to investigate how to undo homosexuality, and
contemporary cisgenderist concerns about the gendered behaviour of
some children with congenital adrenal hyperplasia (see also Stout et
al., 2010). From this historical vantage point, Cools et al.’s (2016) claim
that it is the very recent entry of LGBT organizations to intersex that
has created the “detrimental effect on societal understanding” by
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suggesting “that intersex is per se related to sexual orientation and
gender dysphoria or confusion” (407-408) requires an enormous effort
of will to completely forget the last 150 years of medical history in this
area. It also requires us to consider the systematic cisgenderist and
heterosexist frameworks which evidently still organize the thinking of
contemporary clinicians (Roen et al., 2018; Roen, Hegarty, 2018).

Finally, we note with interest that whilst these critiques centre on
LGBT organizations, Hegarty et al. (under review) further found that
self-identified sexuality (not heterosexual vs. heterosexual) was the
single largest demographic determinant of opinions about early
surgery on intersex traits and human rights challenges to the legality
of those surgeries (see Carpenter, 2016 for a cogent summary of such
challenges). Apart from the politics of ordinary representation, this
empirical finding suggests that LGBT people and heterosexual-
identified people may have systematically different affinities with
people born with intersex traits and the risks that they face from early
medical intervention.

We have little more to say about ‘DSD’. Delimata et al. (2018) and other
recent opinion suggests the creeping acknowledgment that it was a
failed neologism, and we assume that gender and sexuality scholars,
like the participants in Lundberg et al. (2018), would quickly see that it
is a pathologizing term that serves as a poor point of entry into this
field. Hegarty et al.’s (under review) survey also suggested a more
general note of caution on neologisms as ways of managing terms’
unwanted associations. Survey participants commonly listed the more
familiar terms ‘intersex’ and ‘hermaphrodite’, both as associates of each
other and of ‘disorders of sex development’. However, they never listed
‘disorders of sex development’ as an associate of ‘intersex’ or
‘hermaphrodite’. In other words, whilst neologisms, such as ‘DSD’,
often aim at new, fresh understandings that are free of past
associations, people construct the meaning of unfamiliar terms by
analogizing them to older, more familiar ones. This common strategy
limits the effects of those methods that attempt to escape history and
to create conceptual change via linguistic inventiveness.

211



Peter Hegarty and Tove Lundberg

6 Conclusions

We hope this chapter leaves scholars in Gender and Sexuality Studies
new to this topic reflecting critically on the ways in which intersex has
been made an object of curiosity and fascination from ancient times
(Groves, 2016) to postmodern Gender and Sexuality Studies (Koyama,
Weasel, 2001). These emotions show only a part-way learning and
awareness that a norm has been troubled. However, this should not
satisfy scholars who understand that Gender and Sexuality Studies
require sustained engagement with the concerns of people with lived
experiences of what academics are interested in representing — as well
as a willingness to open up our concepts to their experiences.

We close this chapter with thoughts about openness and linguistic
plurality in the current era of the history of our own field, psychology.
Historians of psychology are interested in the question of whether
psychological terms emerge first in the culture or in the writings of
psychologists themselves. William James and Sigmund Freud loom
large in discussions of the field’s most effective inventors of neologisms
(e.g. Benjafield, 2012). John Money deserves greater attention in gender
and sexuality literature, both for successfully getting us all to think
about gender in his original papers on the case management of intersex
and for his many less popular neologisms. These neologisms
nonetheless allowed him to avoid engagement with existing literatures,
to keep his texts opaque to critics, and to keep control of what language
terms mean (Downing et al., 2015, 69-100). For much of this chapter,
we have been describing how experts talk about the performative
aspects of speech acts, and, by so doing, create unequal access to
flexible, open-ended language and concepts.

In a sustained reading of Money’s misreading of the psychology of his
time, Morland (2015) points out that Money analogized gender to
language and believed that both were akin to self-organizing
cybernetic systems. But Money misread the cybernetics of his time and
particularly misunderstood the openness of cybernetic systems to
feedback. Consequently, Money believed that human gender was open
to feedback until about eighteen months of age, but closed thereafter,
without a clear grounding for his beliefs. This underestimation of the
openness of cybernetic systems to feedback was also reflected in
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Money’s belief that humans could never really truly be bilingual, any
more than we could be bi-gendered.

With Roen (2019) and others, we continue to ask the question of what,
if anything, is changing in medical treatment of intersex in our own
time, and what kinds of diverse languages are needed for its critical
engagement. We would suggest that gender and sexuality scholars who
wish to contribute to this important endeavour would do better to
push past debates about which language is used here and to interrogate
contradictory assumptions about how diverse experts presume that
language functions. Critical engagement might include interrogating
the unequal consequences for access to self-determining language
created by linguistic futurism; the fantasy that — at some point in the
future - language will resolve easily into a solid form of essentialism
whilst moral, ethical, and political questions evaporate into thin air. In
contrast, we advise a kind of strategic anti-essentialism that recognizes
the ordinary creativity that all humans need to use language and
concepts flexibly to develop common ground and socially shared
realities.
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