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This Special Issue showcases the expanding body of international scholarly work
within intersex studies. Intersex studies is an interdisciplinary field of scholarship that
critically examines and challenges societal norms, medical practices, legal premises, and
cultural assumptions surrounding innate variations of sex characteristics (VSCs). This field
goes beyond medical definitions of intersex bodily variations, exploring the social, cultural,
and political dimensions of intersex experiences (Monro et al. 2021). Instead of concentrat-
ing on defining intersex, this expanding body of research addresses the issues that intersex
people encounter; these encompass systematic oppression, discrimination, and violations
of human rights (Ghattas 2013; FRA 2015; Carpenter 2016). With this Special Issue, we also
explore the strategies employed for addressing these challenges (Preves 2005; Crocetti et al.
2020). Providing a non-medical social framing, in 2016, Miriam van der Have stated that
“intersex variations are not an abnormality or disease. Intersex refers to the lived experi-
ence of the socio-cultural consequences of being born with a body that does not fit within
the normative definitions of ‘man” and “woman’. In short, it is about our experiences and
not a medical diagnosis” (van Heesch 2016, n.p.; own translation). As not all people with
variations of sex characteristics identify with the term intersex, throughout the editorial
we will use both “intersex people” and ‘people with VSCs'.

Intersex studies builds on the intersections between academic research, activism, and
community advocacy, seeking a co-production of knowledge to deconstruct stigmatising
narratives and contribute to broader discourses on bodily autonomy. Drawing on the early
work of Kessler (1998), Dreger (1998), Chase (1998), and Fausto-Sterling (2000), the field
has expanded to address a range of issues such as the impact of medical interventions
(Carpenter 2018; Berry and Monro 2022), the construction of pathology (Cabral Grinspan
and Benzur 2005; Griffiths 2018), avenues for legal and social change (Garland and Travis
2018; Pikramenou 2019), the human rights violations faced by intersex individuals
(Carpenter 2016, 2018, 2021b; Bauer et al. 2020), rights mobilisation (Chase 1998; Preves
2005; Crocetti et al. 2020), psychosocial healthcare (Roen 2019; Crocetti et al. 2021b, 2023;
Gramc et al. 2024), and societal perspectives on intersex issues (Lundberg et al. 2018; Hegarty
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and Smith 2023). Intersex studies continues to evolve, with some scholars linking experi-
ence with theory making (Holmes 2009; Davis 2015; Malatino 2019) and addressing epis-
temic injustice in intersex-related knowledge production (Aegerter 2022; Bastien-Charlebois
2017; Suess-Schwend 2023a, 2023b; Carpenter 2024).

In this Special Issue, some authors situate their analyses within broader global dynam-
ics, seeking to understanding how specific issues transcend national or regional bound-
aries. Ongoing global dynamics include the canonisation of international medical proto-
cols and discriminatory frameworks (Carpenter 2016), but also international human rights
proclamations (Bauer et al. 2020; Carpenter 2021a; OHCHR 2023) and the solidification of
international activist networks and collaborations (Astraea Lesbian Foundation for Justice
2023) such as the Latin American network (as addressed in Brajula Intersexual’s article in
this Special Issue).

Addressing intersex issues from a global perspective requires acknowledging the neo-
colonial spread of Anglocentric, “‘western” medical protocols (Eckert 2016) that disrupt
the right to bodily autonomy as well as non-pathological experiences of intersex bodies.
Authors such as Magubane (2014) and Swarr (2023) examined the historical racialisation
embedded in the pathologisation of VSCs, as well as the imposition of racialised hierar-
chies in the medicalisation of intersex bodies. Scholars have highlighted the racialised,
racist, and sexist discourses embedded in the spectacularisation of ‘sex verification” in
sports (Macharia 2009, referenced in Swarr 2023; Hoad 2010; Karkazis and Jordan-Young
2018). We can also note how the “global” pathological model has displaced historical non-
pathological categories (see ‘belle donne’ in Crocetti 2013). Similarly, scholars have iden-
tified the limited utility of legal responses that shy away from confronting the often harsh
reality of pathologisation (Pikramenou 2019; Ni Mhuirthile et al. 2022; Garland and Travis
2023; Kennedy 2024).

Globally, individuals with intersex variations and diverse sex characteristics continue
to face persistent human and civil rights violations (UN 2019). Empirical research on
decision-making in healthcare has indicated how the type of counselling parents receive
might subtly shape their choices (Streuli et al. 2013). Others point to a lack of consensus
across clinicians’ perspectives regarding interventions on minors (Liao et al. 2019; Hegarty
et al. 2021), delaying a paradigm change that promotes bodily autonomy. Research in
Australia (Carpenter 2018), Hong Kong (King 2023), India (Rajam and Banerjee 2021), Eu-
rope (Monro et al. 2019; Aegerter 2022; Ni Mhuirthile et al. 2022), Latin America (Laura-
Inter and Alcantara 2023), and South Africa (Swarr 2023), as well as activist statements!,
indicate the persistent application of an interventionist medical model across the globe; a
model that is increasingly met with global and local critique. The criminalisation of LGBT+
people may concurrently lead to the increased abuse and stigmatisation of intersex individ-
uals (Carpenter 2016); such problems can even occur in places that are considered ‘LGBT+-
friendly” (Butler 2024).

A growing number of nations have introduced regulations attempting to stem rights
abuses for people with VSCs. These countries have adopted varying strategies; recent ex-
amples include the legal prohibition of proxy consent for sex characteristic modifications
in Malta (GIGESC 2015) (Malta 2015), the partial legal restriction of surgical interventions
on minors in Kenya (Children Act 2022) (Kenya 2022), the classification of surgical inter-
vention as ‘Restricted Medical Treatments’ in the Australian Capital Territories (Variation
in Sex Characteristics (Restricted Medical Treatment) Act 2023) (Australian Capital Terri-
tories 2023), the introduction of guidelines prohibiting non-essential and irreversible in-
tersex medical interventions for those under the age of 12 in Taiwan (Taiwan 2018), the
criminalisation of IGM (Intersex Genital Mutilation) in Greece in 2022 (Greece 2022), and
the prohibiting of intersex-related genital modification practices in Spain in 2023 (Spain
2023). Concurrently, there is a rising tide of international and local activism dedicated
to demonstrating that intersex experiences can also be beautiful in an effort to transcend
the challenges of rights abuses (IGLYO et al. 2016; OII Europe 2023). By examining global
trends and systemic issues, scholars in this field aim to contribute to a more holistic and
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informed approach to addressing the complex and multifaceted aspects of intersex lives
on a global scale.

In juxtaposition to the investigation of global dynamics, local analyses explore the
lived experiences of intersex individuals within a specific community or locality, consider-
ing factors such as cultural beliefs and social attitudes (Cabral Grinspan 2009; Davis 2015;
Rajam and Banerjee 2021; Crocetti et al. 2021a; NI Mhuirthile et al. 2022; Laura-Inter and
Alcantara 2023; Swarr 2023), legal frameworks (Ghattas 2013; Garland and Travis 2023; Ni
Mhuirthile 2024), and healthcare practices (Monro et al. 2017; Crocetti et al. 2021b, 2023;
Berry and Monro 2022; Monro et al. 2024). The goal is to uncover how the specificities
of local contexts contribute to the social, medical, and legal construction of intersex bod-
ies, the challenges faced by individuals, and the possibilities for activism and advocacy
within specific settings. Local analyses within critical intersex studies contribute to a more
nuanced understanding of intersex issues, emphasising the importance of context-specific
understanding, awareness campaigns, and policy changes that address the unique needs
and concerns of intersex individuals within a given locality. This approach recognises that
the impact of societal norms, medical practices, and cultural attitudes toward intersex peo-
ple can vary significantly across different locales.

Although earlier scholarship and activism in this area were Anglophone-dominated
and more visible in the global north, there has been an expansion of the field. Scholarship
in French (e.g., Bastien-Charlebois 2014, 2017; Aegerter 2022), Portuguese (e.g., Machado
2014; Freitas and Machado 2015), Spanish (e.g., Cabral Grinspan 2009; Laura-Inter and Al-
cantara 2023; Suess-Schwend 2023a), and other languages is growing. In 2020, the Réseau
francophone de recherche sur I'intersexuation (R€FRI) was founded, a network of Franco-
phone scholars providing recommendations for ethical research on intersex issues (RéFRI
2020). Brujula Intersexual’s article in this Special Issue attests to the growth and signifi-
cance of Spanish-language activism and scholarship. Creating a multi-language dialogue
is a challenge for this field, like many others, and we acknowledge the limitations of pro-
ducing this Special Issue as an entirely Anglophone publication.

The articles presented in this Special Issue were developed from presentations at the
international online conference, Centring Intersex Issues: Global and Local Dimensions,
held on 20-23 February 2023%. The conference’s ethos was to provide a space to decentre
Anglophone and Eurocentric narratives. To support this, the event was held online and in
rotating time zones to ensure global participation from the Americas, Europe/Africa, and
Asia/Oceania. However, trying to ensure full global participation through multi-lingual
participation proved to be a challenging task that was only partially achieved. English
was the primary language of the conference, while participants provided translations in
the verbal discussion and the chat. The one panel presented in Spanish included a profes-
sional SPA-ENG translator. Other efforts to increase global participation and engagement
included pre-recorded conference presentations for asynchronous viewing, subtitles, and
online social spaces held in different time zones. Facilitating a multi-lingual global dis-
cussion is a priority in this field, especially given the way global activism has outpaced
scholarship in its linguistic and geographical diversity. The difficulties produced in main-
taining an English-language dominated space are evident and much more work is needed
to facilitate multi-lingual dialogue within intersex studies.

The conference aimed to facilitate the ongoing development of an international net-
work of scholars, students, and stakeholders with an interest in supporting intersex peo-
ple’s equality, wellbeing, and social and economic success. It developed original knowl-
edge across a range of fields and academic disciplines. The conference also generated im-
proved policy advice for key stakeholders, especially those in policy and practice positions
across sectors such as healthcare, education, and social work. Despite the linguistic limi-
tations, the conference achieved a broad range of global representation, facilitated by the
parallel programming of colleagues in Europe/Africa and Asia/Oceania.

Whilst it is beyond the scope of this Editorial to summarise the breadth of knowl-
edge presented in the conference, some highlights are presented from the three keynotes,
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as these informed the articles in this Special Issue. The conference panels addressed a
wide range of issues from legal progress and medical practice to representations and self-
determination across diverse geographical and cultural contexts.

Mauro Cabral Grinspan’s keynote speech addressed the impact of global movements,
such as the anti-gender movement, which pose risks to public understandings of inter-
sex issues and rights struggles (recorded in English and Spanish). Regardless of internal
divisions, anti-gender movements share a common belief in the natural, binary, and self-
evident nature of sex, perpetuating the erasure or pathologisation of VSCs. Additionally,
progressive responses from endosex communities (i.e., communities of people whose sex
characteristics are perceived to meet medical/social norms for binary-sexed bodies), de-
spite good intentions, may inadvertently instrumentalise intersex experiences and bod-
ies, reinforcing the invisibility of the institutional mechanisms shaping the concept of sex.
Cabral Grinspan argued that intersex engagement with both anti-gender movements and
progressive endosex responses should be rooted in an intersectional, human rights-based
approach focusing on bodily integrity, decisional autonomy, reparations, and truth.

Sharon Preves’ keynote speech investigated 30 years of intersex activism in the US and
Canada. Preves presented a historical comparative study of first, second, and third gener-
ation intersex activists, aiming to address research gaps regarding intersex adults, intersex
experiences and aging, and generational differences among intersex activists. Preves ex-
plored the impact of medicalisation on intersex adults as they age and how past medical
trauma affects their ongoing relationship with healthcare and their overall physical and
mental health. Moreover, Preves raised the question of how the experiences of older inter-
sex adults compare with those of young adults who have come of age in a social context
that is far more accepting of sex, gender, and sexual diversity.

Hiker Chiu’s keynote described the influence of Buddhism in Taiwan and other coun-
tries across Asia. Whilst Chiu expressed a great deal of respect for Buddhism as a faith,
they described problematic interpretations of the concept of “karma’ in relation to intersex
people. Unfortunately, within Buddhism, being intersex has been framed as a negative re-
sult of karma from previous lives. According to Chiu’s analysis, this leads to stigmatisation
and discrimination against intersex people. Parents may feel guilty about having an inter-
sex child, may mistreat them, and/or force them to have unwanted medical interventions.
Chiu pointed out that discriminatory and negative behaviours towards intersex children
and adults go against the Buddhist principles of kindness for all. Buddhism recognises
human diversity and the body as an illusion; there is, therefore, a good basis for positive
reworkings of Buddhist scripture. From an activist perspective, strategies and solutions for
reframing traditional discriminatory stances were discussed, as well as the development
of the Intersex Asia network.

The conference brought together a diverse group of activists and experts to share their
perspectives on intersex rights and experiences. The Anglophone American, European,
and African activist panel highlighted the varied experiences and challenges faced by inter-
sex individuals in the US, the UK, Europe, and Africa, offering a rich spectrum of insights
from leading activists into the movement’s progress and ongoing struggles. Similarly, the
Brijula Intersexual Panel shed light on the experiences of the Spanish-speaking intersex
activist network in Latin America and Spain, discussing both region-specific issues and
global activism goals.

The conference also featured an interesting medical ally panel with Marina Elichiry
and Frances Grimstad. Elichiry discussed how, due to increased awareness of the harm
they can bring, major hospitals in Argentina have decided to defer surgeries such as cli-
torectomies and vaginoplasties on minors too young to give informed consent. She empha-
sised the importance of collaboration between medical practitioners and intersex activists
in driving positive change. Grimstad discussed the structure of the healthcare system in
the US, noting while there have been some developments in relation to the Consensus
statement (see Lee et al. 2016), significant work remains to be done.
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The conference contributed to the development of international activist and academic
networks in this field, presenting the results of a growing number of larger research projects
in intersex studies. Fae Garland and Mitch Travis presented their new book, Intersex Em-
bodiment: Legal Frameworks Beyond Identity and Disorder, which examines the divergent med-
ical, political, and legal constructions of intersex bodies (Garland and Travis 2023). They
used empirical data to explore how intersex people are embodied through these frame-
works, which, in turn, influence their lived experiences. Through their analysis, Garland
and Travis (2023) revealed the factors that motivate and influence the way in which policy
makers and legislators approach the area of intersex rights. They reflected on the limi-
tations of law as the primary vehicle in challenging healthcare’s framing of intersex varia-
tions as a “disorder’ to be fixed. They also offered a more holistic account of intersex justice,
which is underpinned by psychosocial support and respect for bodily integrity.

A number of presentations at the conference also drew on the recent EUICIT project?,
which was conducted from 2016 to 2019 and produced comparative research across three
European countries (funded by a European Commission Marie Sklodowska Curie grant
(number 703352)). Interviews were conducted in Italy, Switzerland, and the UK in order
to gain an in-depth understanding of intersex activists; variation-specific health advocates;
and medical, policy, and other stakeholder perspectives in the three countries. Policy doc-
uments, human rights proclamations, and relevant studies in the literature were also exam-
ined. The data gathered in this project identifies a range of views regarding the regulation
of cosmetic medical interventions on infants and children (Crocetti et al. 2020). Intersex
stakeholders indicate that medical self-regulation is currently inadequate in addressing
the sensitive rights issues regarding medical treatment in childhood (Crocetti et al. 2020,
2021b). The national health statistics and medical publications reviewed during the project
clearly indicate that early childhood ‘normalising’ surgeries and other interventions con-
tinue to be practiced in most countries (for UK, see Monro et al. 2017; for Italy, see Crocetti
et al. 2021a). This is even the case in countries where legal protections have been instated,
such as in Malta, Columbia, and Portugal (see Garland and Travis 2023). Examples of good
practice were found amongst some individual healthcare practitioners in different national
settings. However, without specific human rights guidelines, the medical abuse of infants
and children with VSCs continues to be an international problem (Bauer et al. 2020; UN
2024). The EUICIT project also found that most intersex and VSCs stakeholders would
like to see medical attention shifted away from the bodily modification of minors without
their consent and towards a focus on life-long health (Crocetti et al. 2020). According to
the conclusions of the project, as in other areas where patients’ rights have been neglected,
governmental bodies must step in and address these failings in citizenship rights via legal
and other means (Monro et al. 2019).

Building on the findings from the EUICIT project, in 2020 the INIA: Intersex —New
Interdisciplinary Approaches international consortium* began work on a large research
programme to address intersex people’s wellbeing and human rights from a variety of
perspectives. The programme trained a cohort of 10 early-stage researchers working col-
laboratively to develop knowledge aimed at informing policy making and practice across
a range of key sectors. Contributing to intersex studies, the INIA research projects aim to
be relevant to a range of stakeholders across sectors, such as social policy, and academic
disciplines, including sociology, political science, cultural studies, organisational studies,
education, socio-legal studies, and social work. The research findings are wide-ranging
(see Montenegro et al. 2024). For example, they show that VSCs could be a critical area
of public health work, as well as an emerging area of work concerning equality, diversity,
and inclusion (Monro et al. 2023). The results indicate a dearth of intersex visibility in
key areas including social policy, education, and elder care (see, for example, Berry and
Monro 2022). Intersex people and those with VSCs face major health challenges and dis-
crimination, and there is a pressing need for appropriate healthcare (Gramc et al. 2021).
At the same time, international awareness is growing concerning the human rights abuses
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that intersex people face (Mestre Martinez 2022; Ni Mhuirthile and Suess-Schwend 2023;
Zelayandia-Gonzalez 2023).

The articles in this Special Issue cover several themes relevant to intersex studies. To-
gether, they provide perspectives for analysing the opposing framings of intersex charac-
teristics as bodily variations—as opposed to a difference to be fixed or eliminated —from
quite different disciplinary standpoints. The importance of the co-production of knowl-
edge between intersex and endosex people is addressed in several of the included articles.
Together, they address global issues concerning medical interventions on minors, legal
and ethical strategies, and local contexts in countries including Aotearoa (New Zealand),
Australia, Canada, France, Greece, Ireland, Malta, Mexico, and Latin America.

Some contributions to this Special Issue focus on the important role of community
and activism. The article by Eva Alcéntara, Frida Flores and Carlos Narvéaez-Pichardo of
Brujula Intersexual investigates how the emergence of the Spanish-speaking intersex com-
munity and their strategies are intertwined, both internationally and in Mexico. In out-
lining the Australian capital territory’s legal reform of clinical practice, Morgan Carpenter
highlights the importance of the role of intersex activism in recentring legal and civic focus
upon harmful medical practices. The article From Intersex Activism to Lawmaking: The Legal
Ban of Intersex Genital Mutilations (IGM), authored by Nikoletta Pikramenou from Greece,
addresses the collaborative strategic efforts of activists that led to the historic Greek law
protecting intersex minors” bodily integrity.

Several of the articles in this Special Issue address not only the very practical strategic
ways in which intersex activism has impacted national protections, but also global consid-
erations of intersex rights. Pikramenou’s article outlines the process that brought the Greek
law to fruition while discussing the layered strategies that intersex activism involves, in-
cluding the creation of local and international networks. Carpenter critiques the efforts
of some to reduce intersex people’s rights claims to antidiscrimination regulation or third
gender markers. Offering a nuanced critique of the historical construction of intersex varia-
tions as disordered sex development in need of ‘fixing’, Carpenter identifies legal strategies
for better protecting intersex minors, and therefore potentially better supporting the well-
being of intersex adults. As previously addressed in Carpenter’s (2021a) discussion of the
addition of “sex characteristics’ as a protected attribute in the Yogyakarta Principles +10
(YP+10 2017), the construction of “universal’ laws and rights capable of protecting intersex
individuals from medical and social harm in all social, cultural, and geographical contexts
is far from simple.

The strategic use of ‘sex characteristics” as protected attributes hailed from the land-
mark Maltese 2015 GIGESC law (Malta 2015). Bartolo Tabone, Garland, and Travis’s ar-
ticle investigates the extent to which this reform has impacted the cultural visibility and
recognition of intersex people in Malta. The article highlights the issues in implement-
ing this legal statute. These authors also focus on the role of medical language and lo-
calised understandings of intersex terminology in bypassing the protections promised by
the Maltese law. Further research gaps in existing ‘universal’ protections are addressed in
Ravesloot’s analysis of UPR (Universal Periodical Review) recommendations for banning
IGM. Ravesloot discusses the potential epistemic violence that might be perpetuated by
these recommendations if they do not fully consider the conditions under which consent
is mobilised. In a complementary approach, Roen and Sterling look at issues of parental
consent for hypospadias surgery on minors, bringing both the psychosocial and legal lit-
erature into dialogue and seeking to expand understandings of free and informed consent
in healthcare contexts.

Terminology, umbrella terms, and nomenclature continue to be a contested issue in
this field. The term VSCs is strategically used both to appeal to ‘sex characteristics” as pro-
tected attributes, but also to unify individuals who might not otherwise recognise them-
selves in the intersex umbrella, as highlighted by Bartolo Tabone, Garland, and Travis.
According to their analysis, the term DSD (Disorders of Sex Development) is primarily
used in the medical literature in contexts that see intersex variations as disorders. Mean-
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while, some patient groups and medical allies use dsd (differences of sex development,
in lowercase), trying to avoid some stigmatising aspects while still folding physical vari-
ations into medical contexts. Bartolo Tabone, Garland, and Travis highlight how oth-
ers may only be familiar with variation-specific medical terms, perhaps participating in
variation-specific associations that address experiences and health issues. According to
their analysis, the term intersex is employed by activists and allies who seek human and
social rights and is also sometimes used as a personal identity term. Pikramenou discusses
the rationale behind the decision to advocate for the use of the English term “intersex”
written in Greek letters ((vtepoeé) as opposed to “middlesex” (ecouAikdg/mesofylikos
or pueod@LAog/mesofylos) or the Greek language term for intersex which is “diafylikoi”
(droxuAikol). The latter is often confused with the Greek word for trans people, “diemfy-
likoi” (dtepuAtkot) (Intersex Greece 2023, n.p.).

Research continues to indicate that intersex adults and adults with VSCs may have dif-
ficulty accessing adequate healthcare; this is partly due to the concentration of DSD clinical
practice and research on diagnosis and bodily modification practices in pediatrics (Berry
and Monro 2022; Ni Mhuirthile et al. 2022; Crocetti et al. 2023). In this Special Issue, Bastien-
Charlebois explores historical documents in order to address the interests and motives of
the medical practitioners who helped establish—first in the US and then globally —the pe-
diatric interventionist medical model (Karkazis 2008). In particular, Bastien-Charlebois es-
tablishes how surgical motivations are often centred on professional interests rather than
children’s wellbeing. Roen, Breen, and Yee’s article adds to Bastien-Charlebois’s histori-
cal premise a contemporary analysis of recent surgery data in Aotearoa (New Zealand).
They propose interdisciplinary dialogue as one of the paths towards rights-based inter-
sex healthcare. Like other authors in this Special Issue, they also suggest that the medical
use of multiple terminologies can mask the frequency of surgical interventions, as well as
the urgency of rights issues. By investigating the use of prenatal dexamethasone (DEX)
treatment for CAH (Congenital Adrenal Hyperplasia) in France, Raz further addresses the
“mechanisms of ignorance production” that function as an obstacle to rights implementa-
tion. They analyse how intersex experiences are rendered socially invisible (unthinkable)
through both social and medical mechanisms, as well as how information surrounding
the problematic aspects of DEX treatment are treated as “uncomfortable knowledge” and
ignored within the medical frames that continue to prescribe it.

Knowledge production is a running theme in many of the articles in this issue, which
is not surprising for a field where those directly implicated are advocating for a significant
paradigm change in research and clinical practice (Bastien-Charlebois 2017; Jenkins and
Short 2017; Suess-Schwend 2023a, 2023b). In this Special Issue, Suess-Schwend addresses
the epistemological development of the interdisciplinary field of intersex studies itself. Re-
flecting the analyses of other authors in this issue, the article situates the field as being co-
produced as a dialogue between intersex academics and allies, activists, and human rights
bodies, where actors may occupy multiple roles. Suess-Schwend further raises the ques-
tion about how epistemological perspectives in intersex studies can be of use for develop-
ing strategies for the human rights protection of intersex people. Duffy and Ni Mhuirthile’s
article reflects on how hermeneutic phenomenology might be employed as a methodology
to further address intersex experiences in a manner that is ethically informed and benefits
both participants and the wider struggle for rights. Ethics in qualitative research with vul-
nerable populations is another issue that spans many research fields. Mestre-Martinez’s
article provides an analysis of the perspectives contributed by experts in research ethics,
researchers, and research participants on ethical aspects in intersex-related research, ex-
ploring experiences that qualify the ‘nothing about us without us’ adage developed in
numerous rights arenas.

This Special Issue builds upon the increasingly interdisciplinary field of knowledge
constructed in intersex studies over the last decades (Monro et al. 2021). Its aim is to further
expand the questions being posed in the field and inspire additional research beyond the
articles presented here. Acknowledging the unequal structuring of academia, we recog-
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nise the appropriation and colonisation of intersex lives by endosex health professionals
and researchers (Bastien-Charlebois 2017; Monro et al. 2021; Swarr 2023), which may take
place for personal gain without sufficient commitment to positive change. Those who
have experienced medical abuse or social discrimination may face obstacles in accessing
academia and contributing to knowledge production (Suess-Schwend 2023a, 2023b). We
also acknowledge the limitations of addressing global discussions in a monolingual format,
as well as the use of English in perpetuating the institution of false knowledge hierarchies.
Global collaboration between intersex and endosex individuals in this field is one of the
keys to addressing these disparities. We hope that this Special Issue will stimulate impact-
ful scholarship in this field and beyond.
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Notes

1 For international and regional intersex activist statements please see, among others: International Intersex Forum 2011, 2012,

2013, 2014; European Intersex Meeting 2014; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017;
African Intersex Movement 2017, 2019, 2023; First European Intersex Community Event 2017; Asian Intersex Movement 2018;
Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018; Intersex Asia 2023.

See: Centring Intersex Issues: Global and Local Dimensions Conference. https://research.hud.ac.uk/institutes-centres/cacs/res
earch-areas/intersex-studies/intersex-studies-conference/ (accessed on 30 August 2024).

3 See: EUICIT: EU Intersex Citizenship. https://cordis.europa.eu/project/id/703352 (accessed on 30 August 2024).
See: INIA: Intersex—New Interdisciplinary Approaches. https://intersexnew.co.uk/ (accessed on 30 August 2024).
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Abstract: After a decade of work, Bruijula Intersexual has become a reference in Mexico and Latin
America. However, the presence of the Latin American intersex movement in the specialised literature
in English is restricted. We consider that conducting a self-reflexive review of Bruijula Intersexual
could contribute to understanding (1) the work strategies implemented by Brujula Intersexual;
(2) the formation of the Spanish-speaking intersex community and movement in Mexico; and (3) the
heterogeneous dynamics of the global intersex movement. We designed a qualitative—quantitative
study involving discussion meetings with the Brijula Intersexual team, revision of the Brdjula
Intersexual archive, a scoping review, and a timeline. The results and discussion are focused on two
axes: (1) Brajula Intersexual: structure and working strategies, in which two concepts are developed,
namely, the intimate sphere and the atmosphere of trust; (2) The articulation of Brujula Intersexual
within the intersex movement and its resonances in public policy. Researching Brijula Intersexual
contributes to the collective memory and reveals important events that link the Spanish-speaking
and global anglophone intersex movements. In particular, Brijula Intersexual was configured as a
critical counter-device that manages intense flows of affection, allowing for the production of new
subjectivation modes for people with intersex bodies.

Keywords: Brujula Intersexual; intersex; Spanish-speaking intersex movement; human rights;
evidence-based activism

1. Introduction

Over the last thirty years, thanks to the actions of the international intersex movement,
the visibility of intersex people has increased worldwide. Intersex activism began in the
1990s; however, situations of medical violence and social discrimination have not yet been
effectively resolved (Carpenter 2022). Interest in intersex issues is often limited to theoretical
discussions anchored to the regime of sexual difference and sex/gender dichotomies. We
understand the deconstructive potential that intersex experiences bring and know that it
is essential to develop a new sexual epistemology. However, we concur with Monro et al.
(2021) that it is urgent to anchor this interest to singular and localised experiences, with the
everyday issues and human rights violations faced by intersex people in the foreground.

Over the past three decades, the intersex movement has diversified. Its configuration is
heterogeneous, and its dynamics are transnational (Rubin 2017). Unique forms of intersex
activism occur across the globe, given the diverse historical and local conditions and
variable economic, social, political, cultural, and technological dynamics. Even so, global
discussions—both those related to medical protocols and those that flow within the human
rights system—are conducted primarily in English, with a predominance of actors and
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issues located in Global North countries (Cabral in Vieira et al. 2021; Carpenter 2022). This
has meant that the field of knowledge on intersex issues is unevenly structured according
to a hierarchy of values on which knowledge (1) circulates in English, (2) is generated in the
USA and Europe, (3) is supported by or emerges in academic contexts, and (4) is available
in digital format. Processes of racism and precarious economies limit the presence of the
Latin American intersex movement in global discussions, both in activism and in critical
intersex studies written in Spanish and Portuguese (Cabral in Vieira et al. 2021). We concur
with Mauro Cabral, the first intersex activist in Latin America, that “o que a dominagao
sobre o ativismo intersex e a academia intersex tende a produzir é um disciplinamento
colonial na forma como a intersexualidade € pensada e escrita. [...] Por que o inglés é
sempre a lingua correta para falar sobre intersexualidade?” (“What the domination over
intersex activism and intersex academia tends to produce is a colonial discipline in the way
intersex is thought of and written [. ..]. Why would English be the right language to speak
about intersex?”) (Vieira et al. 2021, p. 225; own translation).

Given this situation, it is important to offer a first analysis of Brijula Intersexual and
the work conducted over the last decade in English using an academic format. On the 27th
of October 2013, Laura Inter! created a Facebook page in Spanish named Brijula Intersexual.
At present, Brijula Intersexual operates using virtual meeting spaces, including Facebook
(11,300 followers), Instagram (5300 followers), X/Twitter (3090 followers), and a website.
According to the statistics of the website brujulaintersexual.org, from February 2015 to
October 2023, it accumulated 1,514,881 visits, of which 73.95% corresponded to America,
25.25% to Europe, 0.56% to Asia, 0.13% to Oceania, and 0.12% to Africa. In particular,
Latin America and the Caribbean accounted for 63.8% of the total number of visitors. The
highest number of visits were from Mexico (25.81%), Spain (22.86%), Argentina (11.74%),
the United States of America (9.91%), Colombia (6.92%), Chile (4.71%), and Peru (3.36%),
which together accounted for 85.31% of the total visits. In line with the impact reflected
in these numbers, Alejandra Sanchez Monroy (2021) has situated Brujula Intersexual as a
central reference for the problematisation of the violence and discrimination experienced
by intersex people, not only in Mexico but also beyond national borders.

Given the need to better understand the emergence of the Spanish-speaking intersex
community and the dynamics of Latin American movements, as well as the role that Bruijula
Intersexual plays in it, we consider four questions: (1) What is Brujula Intersexual? (2) What
actions and strategies have been implemented, and what results have been achieved?
(3) What role has Brujula Intersexual played in the creation of the Spanish-speaking intersex
community? (4) How is it related to the global anglophone intersex movement? In order
to answer these questions, we propose three objectives. The first is to analyse Brujula
Intersexual, the work strategies implemented for over a decade, and the results that have
been achieved. The second objective is to identify key coordinates of the Spanish-speaking
intersex community and movement, as well as the roles that Brijula Intersexual play in
this context. Finally, the third objective is to analyse the Mexican intersex movement,
both within the Spanish-speaking intersex movements—located in Latin America and
Spain—and within the global anglophone intersex movement.

Intersex Movement in Latin America

Regardless of language or geographical region, the intersex movement in Latin Amer-
ica shares with the global anglophone movement an interest in making visible the situations
of medical violence, discrimination, and violations of the right to bodily autonomy and
integrity faced by people born with variations in sex characteristics. In particular, there is a
shared desire to protect intersex bodies from pathologisation and medical procedures that
are not consented to in a free, full, and informed manner by the person themselves, which
represent violations of the right to health, privacy, confidentiality, and bodily integrity
(Cabral and Carpenter 2018).

In an interview published in Portuguese, Mauro Cabral stated that his initial approach
to activism was through consulting what was happening in the Intersex Society of North
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America (ISNA) in the mid-1990s (Vieira et al. 2021). He recounts that he conducted
these consultations on a computer in the university library and began translating the
texts from English into Spanish. In 1999, he travelled to the United States for the first
time to attend a regional LGBT conference, and in 2002, he began to work on a Latin
American programme for an organisation working with the International Gay and Lesbian
Human Rights Commission. In 2004, Mauro Cabral presented intersex issues at the United
Nations for the first time, and in 2005, he became the coordinator of the trans and intersex
area for the Latin American programme. It was also in those years—namely, 2004 /2005—
that Paula Machado (in Brazil) and Eva Alcantara (in Mexico) began researching and
writing on intersex issues in their countries, remaining active to date. The intersex activist
work of Natasha Jiménez in Costa Rica also began during this period. It was at the IV
Conference of the International Association for the Study of Sexuality, Culture, and Society,
held in Lima, Peru, in June 2007, that a roundtable on intersex issues was held, which
brought together Mauro Cabral, Paula Machado, and Eva Alcantara. The event was also
attended by Natasha Jiménez. After that meeting and at the proposal of Mauro Cabral,
this small group began a partnership called the Consorcio Latinoamericano de Trabajo sobre
Intersexualidades, which, according to Mauro Cabral, allowed for an exchange that generated
the first discussions on how intersex experiences occurred in the Latin American region
(Vieira et al. 2021). At present, based on available information in the Brijula Intersexual
archive and Aguirre Arauz (2023), the Latin American intersex movement is active in
Argentina, Brazil, Costa Rica, Colombia, Chile, Ecuador, Mexico, the Dominican Republic,
Peru, Uruguay, and Venezuela.

Understanding the trajectory of the intersex movement in Latin America would require
a detailed study that has not yet been written. Latin America is a region that shares historical
events as well as cultural and political characteristics; however, like any large region of
the world, there are important differences from one country to another, as well as within
each country. The commonalities in the demands of the Latin American intersex movement
have been gathered in the San José de Costa Rica Statement (First Latin American Regional
Conference of Intersex Persons 2018), a document that systematises the demands of the
Latin American intersex movement as well as the call that intersex people have made to
the States and different social and private sectors. This document adopted the premises of
the Public Statement by the Third International Intersex Forum held in Malta in 2013. The
second Latin American and Caribbean Conference brought together thirty intersex activists
in Buenos Aires, Argentina, in 2020.

Academic production on intersex issues is grounded in North American intersex
studies. Some of these classic authors are well-known by Latin American intersex activists
and specialised academics, including Cheryl Chase (1998), Morgan Holmes (2009), Iain
Morland (2009), Suzanne Kessler (2002), Anne Fausto-Sterlling (2006), Alice Dreger (2003),
Ellen Feder (2014), Katrina Karkazis (2008), and Georgiann Davis (2015), among others. We
agree with Cabral (as quoted in Vieira et al. 2021) that it is relevant to open the conceptual,
theoretical, and political framework to other languages, which is why it is important to
mention that the Latin American intersex activism movement also has a solid written
production with ethnographic research—both in Spanish and Portuguese—which allows us
to contextualise and historicise some of the social and cultural dynamics in which intersex
experiences take place.

In Mexico, anthropological research is part of the broader field of anthropology of
sexuality, which was consolidated in Latin America in the 1980s. This field emerged linked
to feminist and sexual dissidence thought, as well as to social knowledge committed to
several social and cultural dynamics that assume “su produccion representa un recurso
politico y simbdlico que distintos sujetos y grupos pueden utilizar para potenciar sus
demandas y sus acciones” (“its production represents a political and symbolic resource that
different subjects and groups can use to empower their demands and actions”) (Parrini
and Tinat 2022, p. 18). We refer to the pioneering work of Mauro Cabral, whose theoretical
production is disseminated and deserves to be compiled. Cabral edited Interdicciones:
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Escrituras de la intersexualidad en castellano (Cabral 2009), which remains an indispensable
reference in Spanish. The political involvement of this Argentinian activist has been
essential; his work as the director of Global Action for Trans Equality has had an impact on a
global scale. He was one of the signatories of the Yogyakarta Principles—a key document for
legislative changes in several countries—and his work with the World Health Organisation
has sought to influence the way in which the medical system understands and manages
intersex individuals. Paula Machado is also an established academic reference in Latin
America. Her ethnographic doctoral research, O sexo dos anjos. Representagdes e priticas em
torno do gerenciamento sociomédico e cotidiano da intersexualidade (Machado 2008) gave way to
a solid written production that continues to date. In Spain, we have several commonalities
with the work of Nuria Gregori (2015) and her doctoral research entitled Encuentros y
des-encuentros en torno a las intersexualidades/DSD: narrativas, procesos y emergencias. In
Mexico, we refer to the pioneering ethnographic work of Eva Alcantara (2012), as well
as the research of Mara Toledo (2018, 2021), Alejandra Sanchez Monroy (2021), and the
audiovisual production of the Mexican intersex activist Adiés al Futuro (2018). Finally, the
book Briijula. Voces de la intersexualidad en Meéxico, coordinated by Laura-Inter and Alcantara
(2024), brings together texts of analysts, activists, intersex people, and the testimonials of
family members.

2. Study Design and Methods

Those of us who write this article are part of the mechanism that directed Brujula
Intersexual in its first decade of work. We know how challenging it is to approach our
analysis while simultaneously occupying the positions of both the researcher and the
researched. More than an autoethnography, we conceive of this work within the framework
of an experimental anthropology of the contemporary (Rabinow 2006; Restrepo and Parrini
2021; Fernandez de Rota 2023). In this sense, we agree with Paul Rabinow (2006) that “the
challenge is to invent new forms of inquiry, writing, and ethics for an anthropology of the
contemporary,” as the problem to be solved is “how to rethink and remake the conditions
of contemporary knowledge production, dissemination, and critique in the interpretative
sciences?” (p. 1). With this in mind, we set out to retrace our steps to understand the
working strategies of Brujula Intersexual.

At Brijula Intersexual, we assume that we must invent new routes to solve old
problems. The traditional positivist research paradigm assumes a logic that opposes
dichotomous pairs: subject/object, researcher/researched, theory/practice, and subjec-
tive/objective. By looking through an intersex lens, we have sought to dismantle binary
logic. Intersex experiences enabled what Iain Morland (2009) called an ““afterwardsness’ of
intersex and its many lessons” (p. 192), which led us to dismantle the “sexdualidad [...]
la l6gica dual que sostiene la nocién tradicional de la diferencia sexual y de la sexualidad
en general como oposicion” (sexduality [...] the dual logic that sustains the traditional
notion of sexual difference and sexuality in general as oppositional) (Derrida in Berger 2015,
p- 17). We extend this deconstructive approach to dismantle the binary logic that operates
in research practices. We form ourselves as a collaborative research team that recognises
the unique knowledge and different capacities of each member.

We conducted a qualitative—quantitative study that involved:

1.  Periodic work meetings and discussions—we held meetings to discuss in pairs and as
a team, and together, we chose the concepts to develop and proceeded to construct
the structure of the article and write it. In addition, we carried out the revision of a
specialised bibliography.

2. Revision and analysis of the Brijula Intersexual archive—published and unpublished
materials produced within a ten-year period were analysed. The timeframe covered
the emergence of Brdjula Intersexual from the 27th of October 2013 to the 8th of
August 2023. We located materials produced that contain testimonies in the Brijula
Intersexual archive—describing both everyday situations and intimate experiences—
in order to reflect on how we came to them (Brijula Intersexual 2023a; Laura-Inter and
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Alcantara 2024). This unveiled the basis of the functional mechanism of Brijula. With
this in mind, we went back to reading, searching for resonances in the literature that
would allow us to understand and explain that mechanism. In this research, ethical
considerations regarding the use of cited testimonies were followed. The four intersex
individuals who provided their testimonies for the Brujula Intersexual YouTube
channel were informed that their testimonies would be used for this manuscript. They
provided us with informed consent letters.

3. A scoping review— we conducted a scoping review (Table S1) covering October
2013 to August 2023, using the keywords Briijula_Intersexual, Laura_Inter, and En-
cuesta_Intersex as search queries. We reviewed the sources and the form in which
the keyword Briijula_Intersexual was referred to in digital spaces. The information
obtained was organised by the research term in reverse chronological order in spread-
sheets along with the following aspects: publication date, title, author, country, and
type of document. The academic research was extended to two databases: Ebsco and
Jstor. The name Laura_Inter was also sought on Academia.edu, yielding 3547 mentions
in papers; however, as access was not paid, it was not possible to review the sources.
The data collected were organised in tables and graphs.

4. A timeline—to understand the chronology and events relevant to Brijula Intersex-
ual located at three levels (national, regional, and global), we developed a timeline
(Timeline S1). For this purpose, the timeline created by Hana Aoi/Sanchez Monroy
(2018) was taken as an initial reference. Events referred to in research carried out by
former and current core members of Brujula Intersexual were added to this timeline:
Alcéantara (2012), Toledo (2018, 2021), and Sanchez Monroy (2021). The Timeline of In-
tersex History found on (WikiPedia n.d.) was consulted. The timeline was completed
through an intentional internet data search that included other relevant events on
intersex activism in Mexico and Latin America linked to the work of Brijula Intersexual.

3. Results and Discussion

The analysis that we decided to present is not exhaustive but rather problem-oriented
(Rabinow 2006). Considering the questions that we formulated, the objectives that we set,
and the way in which we organised the information collected, we decided to develop two
axes of analysis. In different proportions, each author contributed fragments of written
text. A first draft in Spanish was assembled by the first author, which was subsequently
revised by the team. Finally, it was translated into English by the third author and revised
by the team.

The first axis presents the structure and working strategies of Brijula Intersexual and
introduces two concepts: the intimate sphere and the atmosphere of trust. The second axis
explores the activation of the intersex movement in Mexico, the articulation of Brujula
Intersexual within the intersex movement, and presents some strategies that impacted
public policy.

3.1. Briijula Intersexual: Structure and Working Strategies

When Laura Inter founded Brujula Intersexual, she desired to meet other intersex
people and, therefore, imagined a place that could serve as a guide for other people. Ten
years later, Laura Inter and those of us who write this article are surprised by the scope of
that initial desire, and we wonder: What is Brijula Intersexual, and how does it work? To
answer these questions, we developed the following two sections: In the first section, we
address the structure of what we call Brijula. In the second section, we explain the axis
of the working strategies of Brujula Intersexual, for which we propose two concepts: the
intimate sphere and the atmosphere of trust.

3.1.1. An Organic, Spherical and Layered Device

The structure of Brijula is more animate than inert; it is an organic device. Its shape is
spherical, and its interior resembles the layers of an onion. The nucleus of Brijula consists
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of five people, three of whom have been constant over the first decade. Those who have
been part of the nucleus have different professional backgrounds and have contributed
a wide range of knowledge that is fundamental to understanding and influencing issues
related to intersex, including intersex experiences, computer skills, human rights, Lacanian
psychoanalysis, feminisms, gender studies, anthropology, computer systems, engineering,
internal medicine, bioethics, social networking, languages, graphic design, and writing.
We highlight that the three people who have remained stable in the project have subjective
strengthening practices, which have allowed them to maintain certain emotional stabil-
ity: Buddhism and/or Lacanian psychoanalysis. Having financial resources was also an
important factor that was gradually achieved. More robust financial stability for the only
person who receives a full-time salary from the project’s funding has not yet been achieved,
and most of the contributions of endosex people have been voluntary. In addition to the
authors of this article, the core group has involved the participation of Mara Toledo (2015 to
2020), Hana Aoi (2016 to 2020), and Mar Is (2015 to present). A total of four intersex people
and three endosex people have participated or are participating in the core group. All of
them have at least a bachelor’s degree, and two of them obtained professional degrees with
research linked to their involvement at Brdjula Intersexual.

The next layer is made up of around ten people, not only from the Mexican intersex
community but also from Spain, Venezuela, and Argentina. This work was carried out
through specific projects, and the participants were paid per project: drawing, embroidery,
illustrations, writing texts, co-production of informative materials and different contents,
providing accompaniment, and participating in interviews, talks, workshops, and classes.
The third layer of collaborators consists of around eighty people from the Mexican intersex
community, as well as twenty more people located in Colombia, Argentina, Chile, Peru,
Guatemala, Venezuela, Bolivia, the Dominican Republic, Costa Rica, and Spain. Their
contributions consisted of written testimonies. The methodology based on testimonies was
the basis for the materials produced and the workshops, conferences, and media in which
Brdjula Intersexual participated.

The fourth layer that has projected Brijula Intersexual is its allies. These are profes-
sionals who have great recognition and prestige in their field, some of whom work in state
institutions and are decision-makers. The connection with people in the National Council
for the Prevention of Discrimination (CONAPRED) and the Human Rights Commission
of Mexico City (CDHCM) has been important. A sister project with whom we have a lot
in common, who also supported us from the beginning and sometimes advised us, is 17,
Instituto de Estudios Criticos (https:/ /17instituto.org/), a space for critical theory that was
conceived as a post-university at the crossroads of academia, culture, and psychoanalysis.
Its publishing house, Editorial 17, published El libro intersexual (Adids al Futuro 2018) and
Briijula. Voces de la intersexualidad en México (Laura-Inter and Alcantara 2024).

Initially, Brijula Intersexual was self-funded by its founder, Laura Inter. Fundraising
enabled her to sustain her work, and in 2015, it became possible to obtain the first funding
from the Intersex Human Rights Fund of the Astraea Lesbian Foundation for Justice, which
has been maintained to date. In 2020, Fondo Semillas provided Brujula Intersexual with
additional funding, which continues to date. Over these years, the project has also received
occasional financial support from other sources. Between 2019 and 2023, funding averaged
USD 19,980 per year. There is no certainty regarding how long we will continue receiving
this funding. The intersex people participating in the core group do not have health
insurance or any other social benefits.

3.1.2. Mechanism: Intimate Sphere and Atmosphere of Trust

Intersex disrupts the sexual binary that assumes a man/woman as a dichotomous
relationship. The existence of intersexed bodies demonstrates that sex is not just a matter
of two opposing and mutually exclusive categories whose ultimate truth would be found
in biological characteristics. As stated by Monique Wittig, the category of sex is a product
of heterosexual society: “straight society is based on the necessity of the different/other at
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every level. It cannot work economically, symbolically, linguistically, or politically without
this concept. This necessity of the different/other is an ontological one for the whole
conglomerate of sciences and disciplines that I call the straight mind. But what is the
different/other if not the dominated?” (Wittig 1980, p. 163).

We think of Brdjula Intersexual as a laboratory where we test how to reconnect people
with other people living similar situations, with their bodies, and with the joy of living. We
understand that trust is an essential factor for adults to seek help, and that is where it is
indispensable to imagine a place where other people, as Laura Inter stated, “did not feel as
lost and alone as I once did” (Laura-Inter 2015, p. 97). In this sense, the intersex community
turns out to be fundamental, as it is easier to communicate with a person who has gone
through similar situations. We believe that this form of authentic meeting is capable of
fracturing the dominant meaning from the medical gaze, which is subsumed within what
Monique Wittig (1980) called The straight mind: the framework of thought that—through
social institutions—structures and imposes a hierarchy of value that takes heterosexuality
as the dominant norm, the same one that conceives sex as universal, natural, dichotomous,
and binary.

If the medical dispositive of intersex works on the unique case, in Brijula Intersexual,
we work on the unique—the singularity—to generate not a case but a house, a territory
built of common fabric, making a displacement of place where someone can be one more
person and feel that lives in the company of other equals possible. Below, we develop
two notions and present some of the testimonies collected from Brujula Intersexual on
the occasion of its tenth anniversary. These and other testimonies can be found in the
documentary film Abriendo la Briijula (Brdjula Intersexual 2023a).

Hi. My name is Mer. I have Complete Androgen Insensitivity Syndrome, 46 XY.

I came across Brujula Intersexual looking for answers, looking to understand a
bit more and to understand myself. Also, I found a lot of stories that represented
me that I did not know about or could not find. And the most important thing
I found were people—people who not only had the same thing that happened
to me but who understood me when I talked to them. And in our case, finding
someone who understands you, someone you can talk to, and, on the other side,
realising that they understand what you are saying, that they understand what
you feel or your feelings. .. that is immense.

So, the most important thing I found was people who understood me and wanted
me not to be the only one but just another person, and I am grateful for that.
(Brujula Intersexual 2023b, translated by Frida Flores)

The listening carried out in Brijula Intersexual spaces is characterised by being patient,
respectful, and deeply aware of the uniqueness of each person and each lived experience.
This listening configures a space that we have denominated the intimate sphere, which is
not only about hearing words but also about understanding the silences, the emotional
resonances, and the flows of affection presented. Listening goes beyond the verbal; it tries
to embrace the person as a whole and to make space for their fears, hopes, and traumas.
This type of listening allows people to feel safe and validated. Subjectivity is anchored
in cis-heteronormativity as a compass that guides the sense of the world and verifies its
coordinates in the lives we are living. Thus, cis-heteronormativity permeates all of Western
culture, placing sexual practices, modes of relationship, and the social representations that
shape it at the top of the hierarchy of value. At Brdjula Intersexual, we have understood that
this regime is sustained simultaneously in several dimensions: economic, social, political,
psychic, and affective. The disruptive potential of intersex requires an exercise of cognitive
and affective deconstruction that works to resituate what cruelty, violence, exclusion, and
mockery have left in intersex people. It is clear that those of us who do not enter the
cis-heteronormative system are repelled, rejected, or, at the very least, ignored. Through
recognising the prevalence of the cis-heteronormative regime in the interpretation of our
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bodies, the listening carried out at Brijula Intersexual provides a possibility to resituate the
coordinates that guide one’s life and the meaning of living.

We foster an atmosphere of trust where individuals can express themselves freely and
without fear of judgement. Listening is active, not only seeking to understand but also to
support and accompany. We recognise the complexity of the individual experience and
how complicated it is to share experiences; as such, we do not pressure anybody. Listening
becomes an act of caring and respect, often being the first step in a process of healing and
self-acceptance.

People often come into contact with Bruijula Intersexual via Facebook, email, or the
website. Sometimes, our support groups for specific intersex variations are the first point
of contact. Over the years, the number of people who approach us has increased.

Particularly for me, as Camino Bard, an activist, you have helped me a lot. .. but
also in my more private sphere, in my personal sphere, to gradually graduate the
information that I could assimilate to reduce that feeling of loneliness that you
have when you discover that you are a person with an intersex condition, and
then you realise that there are many other variants, many other realities. After
all, many people may be in the same situation as you. (Brdjula Intersexual 2023c,
translated by Frida Flores)

How does one participate in someone’s most private and personal sphere? Especially
when healthcare experiences have created an “ontological insecurity [...] a profound
insecurity about the body and being, and one’s right to ownership of both” (Karkazis 2008,
p- 219). The concepts of intimate sphere and atmosphere of trust have their roots in the work
of Rodrigo Parrini (2018), Suely Rolnik (2021), and Benjamin Mayer Foulkes (2022). The
intimate sphere is a space that, once formed, allows the structure of the social bond to be
intervened in (Mayer Foulkes 2022). The intimate sphere emerges, where a shared inner
world is generated in the encounter between two people. When people with intersex bodies
begin to connect with each other, a common fabric is built. This world in common opens
the door to another mode of subjectivation. We take from Felix Guattari (1992) the notion
of friendly complicity to understand that, in such a relationship, there is always a third term,
namely, the world that is being woven, that is being worked. The intimate sphere is this
space of shelter that allows for subjective explorations derived from the atmosphere of trust,
which enables the presence of sympathy, thus tuning a channel of affinity that prepares
the possibility of dialogue to a frequency characterised by shelter and conviviality (Parrini
2018, p. 200). The encounter has the quality of an event characterised by flows of affection
that activate the impulse by introducing a rupture where, before, there was a fixation of a
material and unconscious order (Rolnik 2021, pp. 32-33). This activation has the force:

“To disarm the configurations of power [...] it neither begins nor ends in the
individual [...] such a practice feeds on resonances of other efforts going on the
same direction and the collective force they promote, not only because of their
power of pollination but also and fundamentally because of the synergies they
produce. [...] Such resonances and synergies produced create the conditions for
the formation of a common collective body whose power of invention, acting
under singular and variable conditions, can become strong enough to contain
the power of forces prevailing in other constellations [...] With these synergies,
ways are opened to divert such power from its destructive destiny.” (Rolnik 2021,
pp. 33-34, translated by Frida Flores)

Guattari and Rolnik (2006) stated that “lo que caracteriza a los nuevos movimientos
sociales no es solo una resistencia contra ese proceso general de serializacién de la sub-
jetividad, sino la tentativa de producir modos de subjetivacion originales y singulares,
procesos de singularizacion subjetiva” (what characterises new social movements is not
only a resistance against its general process of serialisation, but the attempt to produce
original and singular modes of subjectivation) (p. 61).
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My name is Pauli. I am a member of Potencia Intersex [...] I came to Brujula
in 2018 with quite an existential crisis, without knowing who I was, without
knowing what place or group I belonged to, and I was able to find in this space
not only a lot of containment and understanding, but also the possibility of
being part of a movement that goes beyond Brdjula, that goes beyond me. This
movement is the global intersex movement, the intersex movement in the world,
of which Brujula Intersexual is part, and it is a fundamental part, because it
has been one of the first organisations that started to promote and generate
information in Spanish, and also, in some way, to promote spaces for meeting,
conversation, talk, dialogue about our corporealities.

Through Brujula, I could understand that I wasn’t a person with a disease, but
a body different from other bodies and that I belonged to a group of people
who respond to an international political movement that seeks to end genital
mutilation in childhood, which is part of the experiences that intersex people go
throughout our lives and that increasingly needs to be heard, to be listened to,
to be seen. .. because, even today in all parts of the world or in many parts of
the world, there are still children who undergo surgery to be mutilated and their
bodies corrected and, so they can fit into the binary logics that move the world.
(Brujula Intersexual 2023d, translated by Frida Flores)

Intimate spheres have the potential to destabilise the dominant forms of subjectivation.
What happens in the intimate sphere disrupts the psychic and political dimensions simul-
taneously, blurring the boundaries between one and the other. The work of the intersex
movement intervenes in the political dimension while disrupting the ontological dimension
of sexduality. Understanding how the axes of power that underpin gender norms work has
been vital for intersex people. In consonance with the Mexican psychoanalyst Benjamin
Mayer Foulkes, we conceive our work as a critical counter-device that operates through
the deconstruction of the social bond in a twofold way. Mayer Foulkes (2023) proposed
the deployment of the formulas of the four discourses proposed by the psychoanalyst
Jacques Lacan, denominating two of them as subjectivising deconstruction and instituting
deconstruction. The first is related to providing an environment in which desire can make
its way—in this case, facilitated by the intimate sphere and the atmosphere of trust—which
encourages the life potency of a singular subject. Meanwhile, instituting deconstruction
implies not only dismantling the existing sex-gender structures but also constructing new
signifiers that make it possible to situate oneself differently in the social world.

We think that, in this moment of history, the term intersexual in Spanish (intersex
in English) guides another existence, this time inscribed in the coordinates of possibility
and encounter. The collective agency of this term and its reinscription in the human
rights framework open up a possible path of subjective reconfiguration and community
emancipation. In our experience, it is not a matter of assuming an identity label but of
locating intersex issues as the central point that guides where a personal search begins, a
journey that will always be singular.

T'had the feeling that it was a congenital malformation, as I was told to call it, and
that I was a genetic accident, as if I were. .. I don’t know. .. an alien. However,
through research I found other doctors who had a different sense of how to treat
my medical condition or my diagnosis, which is Total Androgen Insensitivity. So
that’s how I found Brujula.

[...] Thanks to them, I have recognised that I am part of a tribe, that I am not
alone, that there are many of us but we have to start speaking out to make visible
a condition that has been seen as a stigma, as something shameful that should
not be talked about.

I think that genitalisation of our lives has been what has caused us the most harm,
because we have been made to feel that there is a kind of handicap in our human
condition compared to the rest of the people. However, thanks to Brijula I have
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found that this is not so, that I do not have to degrade the situation I live with
and that I should feel proud. And the actions that I take will benefit me, the
people in my tribe, and those who will come into existence in the future. (Brgjula
Intersexual 2023e, translated by Frida Flores)

The first contact at Brijula Intersexual is Laura Inter. Given her workload, she has not
been able to keep an exhaustive record of the intersex people who contact her, including
family members of people with intersex variations. We estimate that only 10% of the people
we have had contact with in this decade have either shared their life story, decided to get
involved in activism or participated in activities promoted by Brujula Intersexual, partic-
ipated in another intersex organisation, or have decided to attend community meetings.
This implies that public access to what takes place in the intimate sphere is limited to those
who participate in the meetings. We can share that the main issue that occurs during the
injtial meeting usually corresponds to doubts related to intersex bodily variations and the
effects associated with them. The vast majority of people who contact us have not wanted
to get in touch with other people with similar life experiences. They are people reaching out
to us with particular inquiries: they have doubts about their bodies or about the surgical
procedures performed on them during childhood or adolescence without their consent and
want to know what exactly was done to them, or they need to resolve health situations that
have not been addressed (some associated with non-consensual genital surgeries). Others
did not undergo surgeries in childhood and are going through a process of deliberating
whether or not to have the surgeries; others require information on how to make their
gender change in their official documents; others want to know their chances of becoming
pregnant; others seek informed and qualified medical or psychological support; and others
simply want to be listened to by someone who understands them.

Regarding family members, commonly the person who contacts us is the mother.
When their children are young, they usually seek information that helps them to better
understand their child’s situation; they also have doubts about the surgical procedures
proposed by doctors and seek wider and more understandable information about what
happens to their child, and, in cases of CAH, they ask about pharmacological treatment.
When their daughters or sons are adolescents or young adults and underwent genital
surgery in childhood, the mother commonly has questions about the associated physical or
mental health problems and seeks support and information. At Brujula Intersexual, we
embrace the call that—from the San José de Costa Rica Statement—is made to families to
open their ears beyond the cis-heteronormative medical system, to study the issue from the
information produced by intersex activism, and to join us in our work to unmask human
rights violations.

It is important to note that the intimate sphere is generated between peers, not only
intersex people but also between endosex and intersex people, between endosex people,
between intersex activists and mothers of intersex children, and between former patients
and health professionals who participate in the core group of Brijula Intersexual. To
understand that intersex bodies are not homogeneous, that there is no uniformity of
circumstances, and, above all, to listen directly to the voices of people, we invite you to
read the book Briijula. Voces de la intersexualidad en México (Laura-Inter and Alcantara 2024),
which brings together texts of analysis; testimonies of activists, intersex people, and family
members; and the findings of Dr. Narvaez, a doctor specialising in internal medicine and
to whom we refer people seeking medical attention.

3.2. The Articulation of Briijula Intersexual within the Intersex Movement and Its Resonances in
Public Policy

The term intersex is a century old. It was not initially linked to the human rights
activist movement but instead emerged within the medical system (Carpenter 2022). In
Spanish, we find that the term estados intersexuales was used to group what were considered
to be “patologias de los caracteres sexuales” (pathologies of sex characteristics) (Maranon
1951, p. 67). This was the first denomination used in the Mexican medical system (Matus
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1972). Therefore, how did intersex become the cardinal point that oriented encounters
and activated the movement in Spanish? In the following paragraphs, we will analyse
what happened from the experience of Laura Inter, who selected that term as the guiding
direction of Brujula.

Laura Inter was born in 1983. Her body presented genital variations that included
a larger-than-usual clitoris and a urogenital orifice. While she was not subject to genital
surgeries, she endured constant genital examinations during childhood. At the age of 15, in
1998, Laura Inter wondered why her body was considered different and began an internet
search based on terms she had found in her medical records: Pseudohermaphroditism,
Congenital Adrenal Hyperplasia (CAH), and genital malformation. These words led her
primarily to medical references, and two years later, she found the English term intersex.
‘Intersex” guided her to two websites: Bodies Like Ours and the Intersex Society of North
America. Using a dictionary as a translation tool, she participated in an online forum,
where she received a response from Betsy Driver—co-founder of Bodies Like Ours—who
was also born with CAH and is an intersex activist in the United States. This is how she
found other people with intersex bodies who spoke English, and the exchange with them
provided her with new affirmative coordinates that allowed her to redefine her body and
understand that sexuality comes in many forms:

I'realized I was not “deformed”, that there was nothing wrong with my body, that
intersex is not a disease in itself, and that my genitals were quite healthy as they
were and were not a problem. I understood that intersex is more common and
more normal than we think. This helped me to find peace with my body. I also
found people who had not had surgery and to my surprise they were healthy, and
had satisfying sex lives, which reassured me. I have come to understand, through
my own experience, that being intersex opens a whole new world of possibilities
around sexuality. Our anatomies may oblige us to rethink sexuality, to challenge
sexist or preconceived ideas about it, and this is a good thing. Now I am sure that
nonconsenting surgeries, genital exams in infancy and early childhood, as well
as the language doctors use, only serve to make things worse. (Laura-Inter 2015,
p.97)

Laura Inter thought that there should be other intersex people who spoke Spanish, and
she restarted the search for the Spanish word intersexualidad. She did not find a community
but was able to contact other people in Mexico and also found texts written by Mauro
Cabral, where the term intersexualidad appeared as a main axis in the reflection. Thus,
the terms intersex and intersexualidad became the epicentre for exploring new paths and
catalysing the encounter that led to the emergence of Spanish activist movements.

How did the extensive search for the terms intersex, intersexual, and intersexualidad
begin on the American continent? To address this question, we used Google Trends to
inspect the frequency of searches for these terms in Mexico, Colombia, Chile, and Argentina,
as well as in the United States and Spain. As can be seen in Figure S1, the results indicate
that, in the last decade, searches for these terms have been consistent with a slight increase.
Frida Flores drew our attention to another term that appears frequently in medical records,
which she used when she started her search on the internet: hermaphrodite. To our surprise,
this word persists as a predominant search term in several Latin American countries, while
the term intersex is the second most common and has gained ground in the last decade
(Figure S2). Michel Foucault (2001) showed the centrality of this term in structuring the
field of teratology and constructing the representation of the monster in the 18th century,
thus delimiting the field of abnormality and establishing the coordinates of biological legal
regulations. Alice Dreger (2003) analysed the centrality of the term hermaphrodite to the
medical invention of sex. This term was taken up by the scientific medical discourse and
has been rejected by the intersex movement, as it is pejorative and evokes stigmatising
images that are also inaccurate. Bo Laurent attempted to reappropriate the term with an
emancipatory impetus in the 1990s (Chase 1998). Figure S2 shows that, in the United States,
there is a clear downward trend in search frequency for the term hermaphrodite, while
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searches for the term intersex have increased. Intersex and hermaphroditism came to be
used in medical environments as synonyms. Hermaphrodite and pseudohermaphrodite
are words that once indicated individual diagnoses and, therefore, can be found in medical
records (Carpenter 2022). It would be interesting to think about what condenses the term
hermaphrodite and its representation, as it persists not only on Google Trends but also
in current cultural narratives and cinematic representations (Amato 2016). We believe
that, in the fight for representation, it is relevant to continue using the term intersex as a
bridge to open up a reflection on the human rights of people who present congenital bodily
variability concerning sex characteristics. In this sense, we concur with Morgan Holmes
that: “/Intersex’ is not a final term, nor the most appropriate term, but a powerful term
whose historical, social and political importance remains critical as a tool for interrogating
heteronormative and bionormative presuppositions about proper embodiment. Intersex
also remains a critical site for our interrogation of the limits of its ability to speak of and
to the experiences of self of those so labelled, and a critical site for the examination of
scholarship on intersexuality” (Holmes 2009, p. 7).

Resonances and synergies of intersex movements are amplified in the form of expan-
sive circular waves—rings that spread energy from the epicentre outwards (Rolnik 2021).
The public presence of Brijula Intersexual shows an increasing trend that follows this
dynamic. In the Timeline of Relevant Intersex Events (Timeline S1), we can see that this
increase is related to a broader strengthening of intersex activism in Spanish, as well as
the presence of Latin American intersex activists—including Laura Inter and other Mex-
ican intersex activists—in meetings held in countries of the Global North. Regional and
global intersex meetings allowed for networking, the exchange of information, and the
fine-tuning of intervention strategies. Among the most important collaborations that we
have carried out with the international intersex movement, it is possible to mention four:
(1) the presentation—together with the Swiss NGO StopIGM.org and intersex activists—of
reports on genital mutilation in Mexico, Chile, and Spain before the CRC 2017, CEDAW
2018, and CCPR 2019. These reports succeeded in getting the UN to make a declaration
regarding the insufficient support and lack of effective resources to address the claims
of intersex people in Mexico who underwent unnecessary medical interventions; (2) in
April 2017, Laura Inter attended the 4th International Intersex Forum in Amsterdam with
activists for different regions; (3) in 2017, Laura Inter participated in the Public Hearing
on the human rights situations of intersex people in the Americas, before the IACHR in
Washington D.C.; and (4) members of the core group of Brujula Intersexual took part in the
committee that organised the First Latin American and Caribbean Conference of Intersex
People in Costa Rica in 2018 and the Second Intersex Conference of Latin America and the
Caribbean in 2020.

Table S1 presents the information gathered extensively through the scoping review, which
is presented in a synthesised form in the Figures 1-4. As can be seen from Figure 1, there was
a gradual and increasing number of mentions per year of the keywords Briijula_Intersexual,
Laura_Inter, and Encuesta_Intersex as search queries, starting in 2016. If we add the coordi-
nates provided by Timeline S1, it reveals that other Spanish-speaking intersex organisations
gradually began to emerge. In Mexico, Proyecto Intersexual (2015), Vivir y Ser Intersex (2016),
and Intersex y Andrégino (2016) have been founded. Laura Inter received messages from
people located in other Latin American countries who were interested in being part of the
project, which is why some projects emerged at the beginning as “branches” of Brujula
Intersexual. Over time, Laura Inter encouraged those people to become independent,
which produced (among other things) a change in the name of some projects, such as
Briijula Intersexual Chile to Intersexuales Chile, and Briijula Intersexual Colombia to Colombia
Intersex (currently inactive), both founded in 2016. In 2018, Brijula Intersexual Argentina was
founded, which became Orquidea Intersexual. In Spain, we closely suppoted Caminar Intersex
since their foundation in 2019 and in 2020 the same happened with the Asociacion Peruana de
Personas Intersexuales (also known as Perii Intersex), and with Argentina Intersex. From 2020
on, more intersex websites in Spanish began to emerge, and we believe this is the reason for
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the decrease in the number of visits to the Brujula Intersexual website: 2015/50,054 visits;
2016/100,707 visits; 2017 /130,547 visits; 2018/192,324; 2019 /281,174 visits; 2020/278,896
visits; 2021/192,400 visits; 2022 /173,461 visits; 2023 /144,459 visits (according to the statis-
tics of the website brujulaintersexual.org).
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Figure 1. Mentions per year.
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Figure 2. Mentions per geographical area.

Figure 2 shows the countries with the highest number of mentions of the terms used,
which, in decreasing order, are Mexico, Spain, the United States, Chile, Argentina, Australia,
Peru, Colombia, and Brazil. This does not imply that the intersex movement is not active in
other countries in the region but, rather, that Brijula Intersexual and the work conducted
have circulated more in the aforementioned countries.

According to the consultations that we received during the first decade, we believe
that the impact of Brijjula Intersexual in those countries is related to (1) the presence of legal
demands and/or legal and/or human rights debates linked to intersex medical care; (2) the
presence of Spanish speakers interested in the issue, such as intersex people, mothers, and
also journalists and academics; (3) the country where Brujula Intersexual was founded and
where it operates; (4) access to the internet and social networks; (5) the economic capacity
of the country; and (6) the presence of networks of work and sociability among intersex
activists located in different countries.
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Spheres of Insurrection and Public Space

Over this first decade, the second aspect of Briijula Intersexual’s work in Mexico refers
to the public space, which is the most visible part of the project. In line with what Suely
Rolnik (2021) denotes, Spheres of insurrection, we consider our work to be part of a set of
micropolitical interventions aimed at destabilising the dominant forms of subjectivation
rooted in the regime of sexual difference and dichotomous sex. This regime has an in-
stitutional dimension that regulates the state, which is why we have been interested in
intervening in this biopolitical organisation. Below are some of the strategies that we have
implemented to transform the public policies that regulate intersexuality.

Brujula Intersexual’s work in the public space includes collaboration with state institu-
tions and universities, the creation of materials and informative brochures, and participation
in training courses and workshops. All of these activities are aimed at raising awareness of
the human rights violations and discrimination experienced by intersex people. With this,
we seek to influence the generation of public policies and the transformation of institutional
practices that respond to the knowledge of the daily situations and violence experienced by
people with variations in sex characteristics.

To understand the resonances of Brujula Intersexual’s work in the public space, we
analysed in Figure 3 the variety of documents in which the terms Brijula_Intersexual,
Laura_Inter, and Encuesta_Intersex are referred; while Figure 4 summarises a more detailed
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approach to the types of mentions that we were able to identify with respect to the keyword
Briijula_Intersexual. We have the impression that this technique allowed us to identify a kind
of magnetic field that responds and mobilises with a peculiar dynamic. We set ourselves
the task of reviewing each URL that mentioned the keyword to answer two questions:
How is Briijula_Intersexual quoted? And what content produced by Briijula_Intersexual is
retrieved or mentioned?

A first approximation allowed us to identify the following: (1) There are four fields
in which the search term moves—media, emancipation movements, government, and
academia. (2) The boundaries between the identified fields are porous and sometimes are
not easy to discern, as a mention can oscillate between two or more fields. (3) There is a
networked circulation that interweaves Brijula_Intersexual not only with intersex activism
but also with other social emancipation movements, including LGBT+, feminism, and
the disability movement, among others. (4) Table S1, as a whole, shows that the energy
generated by the intersex movement tends to expand and circulate, establishing connections
of varying intensity that multiply over time.

A more detailed review of the data allowed us to classify the type of format in which
the search terms were mentioned (Figure 3). The most accessible was through blogs—the
same format in which Brujula Intersexual operates—being one of the most accessible and
popular ways to build communities and networks. The second is journalistic notes. We
believe that this is due to the growing interest in intersex issues in recent years as a result
of various debates around intersex birth registration and positions on a third legal gender
(Cabral 2014). In Mexico, the association of the word intersex with a third gender led to
the presentation of three misguided bills, which sought to register babies with intersex
bodies outside of binary girl/boy assignment. In Figure 3, the third place is for academic
articles, both in Spanish and English, which seems to indicate an increasing interest in
non-pathologising approaches to intersex experiences.

More detailed information on how Brujula Intersexual has been mentioned can be
found in Figure 4. The mentions highlight the most visible part of our work, including
collaborations with state institutions and universities, the creation of informative materials,
and participation in trainings and workshops. Through these actions, we seek to influence
the formulation of public policies and the transformation of institutional practices to address
everyday situations and combat the violence faced by people with intersex variations.
Our objective with this public participation was to raise awareness about human rights
violations and discrimination against intersex people.

From 2021 onwards, mentions of the term Briijula_Intersexual increased considerably
in different media formats. Timeline S1 shows the years in which relevant public policies
materials (to which we contributed) were published; for instance, the Guia para la atencion a
la intersexualidad y variacién de la diferenciacion sexual by the Ministry of Health (Secretaria de
Salud 2017) and the results of the Intersex Survey (2020). Other published materials that have
been adopted in institutional spaces related with public policies are Guia sobre Intersexualidad
para madres y padres (2022); Guia para madres y padres Hiperplasia Suprarrenal Congénita (2022);
Folleto sobre Intersexualidad en las escuelas (2023); Microrrelatos sobre intersexualidad (2023);
¢ Qué del hospital enferma? Relatos intersex sobre atencion médica (2023); and the short film
Abriendo la Briijula (2023).

4. Conclusions

Over the past three decades, the intersex movement has diversified its configuration
and expanded its scope transnationally, facing significant challenges due to diverse eco-
nomic, social, and cultural dynamics around the world. However, despite the increased
visibility and multiplicity of intersex activism, unresolved situations of medical violence
and social discrimination persist. Most global discussions—both medical and human
rights-based—are primarily conducted in English, leading to the effect of remaining dom-
inated by actors from the Global North, thus creating an unequal knowledge structure
around intersex.
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Brujula Intersexual was founded in 2013. From then on, it has played a crucial role
in the visibility and problematisation of intersex people in Mexico and beyond. Brujula
Intersexual’s structure is organic and dynamic, and collaboration and knowledge exchange
have been key elements in its operation. Digital platforms are the vehicle through which
it has been possible to reach a wide and diverse audience. The testimony-based work
methodology has allowed this organisation to capture and give voice to the unique expe-
riences of intersex people, contributing to the construction of a resilient and supportive
network. Community-building and trust-building were the key focus of its work in the
first decade. Brujula Intersexual is referred to as a safe space where it is possible to share
experiences and find support. In terms of impact, Brijula Intersexual has managed to
influence public policies in Mexico by collaborating with state and educational institutions
and generating informative materials. It has sought the transformation of institutional
practices through the training of public servants. Brujula Intersexual’s work is characterised
by a profound connection with its members, seeking to balance the demands of restorative
justice for past injustices with the creation of new narratives and tools for a better future
for intersex people.

The analysis of cis-heteronormativity has allowed us to deconstruct the binary logic
that underlies intersex medical care. Understanding that the categorisation of sex is a
product of the heterosexual regime has helped us to understand its functioning at the
economic, symbolic, linguistic, and political levels. At Brujula Intersexual, we have worked
to dismantle this dual logic, creating a space where intersex people can reconnect with their
bodies and live their lives with joy and authenticity.

Intersex activism faces ongoing challenges, especially in contexts of economic pre-
cariousness and structural violence in the Global South. The visibility and circulation
of the demands of the intersex movement add to the dynamics of contemporary sexual
politics occurring on a global scale, as well as in Latin America and Mexico in particular.
It is not possible to develop an analysis of these dynamics at length, but it is relevant
to mention that the human rights framework has made it possible to construct a robust
basis for collective emancipation. This is a transformation that Paul Preciado (2022) has
called “un proceso de mutacion planetaria en curso [...] una serie de micromutaciones que
llevaran, tarde o temprano, esta es la apuesta, a la transformacion del régimen sexual, racial
y productivo de la modernidad en una nueva configuracion de las relaciones historicas
entre poder, saber y vida” (“an ongoing process of planetary mutation [...] a series of
micro mutations that will lead, sooner or later, this is the bet, to the transformation of the
sexual, racial, and productive regime of modernity to a new configuration of historical
relations between power, knowledge and life”) (p. 31; own translation). This process is
not exempt from confrontations and hostilities. In particular, that which mobilises the anti-
gender movement needs to be addressed, hence the importance of “exploring TERFnesses”
to understand “the links between anti-trans feminist activism, institutional politics, and
anti-gender movements” (Cabral Grinspan et al. 2023, p. 10).

Intersex activism is not massive, and it is not the same everywhere. In Latin America,
the visibility and circulation of the demands of the intersex movement take place in coun-
tries with all types of violence, great social inequalities, and economic difficulties (Borén
2020). In the countries of the global south, facing these difficulties, particularly economic
precariousness, is a daily challenge. This reality has led some people to perceive activism
as a way to improve their life situations. In this context, claiming to be intersex can be
perceived as the first step in accessing sources of funding. There have been cases of people
claiming to have variations in sex characteristics when this does not correspond to their
reality. They create intersex organisations with the objective of accessing funding sources,
which is sometimes successful. Activists impact on three dimensions simultaneously: on a
social level, they inform intersex issues; on a political level, they reinscribe them within the
human rights framework; and, on a theoretical level, they push for a different reading of
the world, which is essential to transform intersex healthcare practices. Therefore, activist
work requires a careful and responsible approach.
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At Brujula Intersexual, we perform committed activism that is characterised by listen-
ing and the formation of close and meaningful networks between its members, collabora-
tors, and other intersex people and their families. Not everything has been harmonious,
and there have been many disagreements, some of which have ended in breakups. We
have worked with heavy emotional burdens, which is exhausting, frequently struggling
to maintain our sanity in a tidal wave of affective intensity. Rather than a calm river, this
work has flowed in the middle of the storm. These bonds are often intense, and therefore,
overflowing is inevitable as people approach us with traumatic situations and strong emo-
tional burdens (Melero 2023). Over the years, we have faced complex situations associated
with feelings of anguish, depression, anxiety, or anger. We have consciously tried to ensure
that the activism carried out by Brdjula Intersexual is based on creativity, intelligence, and
a deep connection with other people. We try to find a balance between the past, the present,
and the future; as such, we work not only to demand restorative justice for past injustices
but also with current issues, such as the physical repercussions from surgeries and mental
health repercussions that generate an emotional overflow that is very difficult to deal with
on a daily basis. In addition, we deal with what continues to happen every day in paediatric
hospitals around the world. We are in contact with mothers and intersex children, and we
desire a better future for them. We work towards generating new narratives and creating
new tools that allow intersex individuals to have a different life, one in which their human
rights are respected, where they can grow up free from discrimination and violence, and
where they can access information that allows them to have a better life.
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Note

1 In this article, we refer to Laura Inter in three different ways: (1) Laura Inter as an intersex person and activist, (2) Laura-Inter as

an author, and (3) Laura_Inter as a search term. We found in different publications that Laura-Inter is cited as Inter, L.; however,
this does not seem to be the most appropriate to us, as Laura-Inter is a pseudonym, and Inter is not her last name.
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Abstract: People with innate variations of sex characteristics (also known as intersex traits or disorders
or differences of sex development) have any of a wide range of innate physical traits that differ from
medical and social norms for female and male bodies. Responses to these physical differences create
experiences and risks of stigmatisation, discrimination, violence, and harmful medical practices
intended to promote social and familial integration and conformity with gender stereotypes. As is
evident globally, the Australian policy response to the existence and needs of people with innate
variations of sex characteristics has been largely incoherent, variously framing the population as
having disordered sex development in need of “fixing”, and a third sex/gender identity group in
need of recognition, with only recent engagement by intersex community-controlled civil society
organisations. This paper presents an overview of the context and goals of the intersex human
rights movement in Australia. Australian intersex community organisations have sought to apply
human rights norms and develop new infrastructure to address key health and human rights issues,
and necessitating new ways of resolving policy incoherence. Together with human rights, mental
health, and public health institutions, they have called for significant changes to medical models
of care and reform to research and classification systems. Intersex community organising and
resourcing have made a tangible difference. The Australian Capital Territory is the first jurisdiction
in the country to move ahead with reforms to clinical practice, including a legislative prohibition
of certain practices without personal informed consent, oversight of clinical decision-making, and
investment in psychosocial support. A national community-controlled psychosocial support service
has also commenced.

Keywords: intersex; disorders of sex development; LGBT; human rights; social policy; health policy

1. Introduction

People with innate variations of sex characteristics, or intersex traits, have any of a
wide range of innate physical traits that differ from medical and social norms for female
and male bodies. Responses to these perceptions of difference create experiences and risks
of stigmatisation, discrimination, violence, and harmful medical practices intended to
promote social and familial integration and conformity with gender stereotypes.

Like all stigmatised populations, a range of different language is used to describe
intersex traits, but many individuals with these traits lack access to words that can help
them understand themselves. Dominant ideological frameworks treat people with intersex
traits as disordered and in need of “fixing”, or elimination from the gene pool, and as an
“other” third category of sex, in need of recognition. Each framework is reflected in differ-
ent data, including disease and procedure classifications, and sex/gender classifications.
Neither approach respects the diversity of the population and differing personal values
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and preferences. Both approaches contribute to widespread experiences of stigma and
shame, including in social, intimate, and clinical settings.

This context provides a challenging landscape where different institutions have de-
veloped distinct and incommensurate policies and practices that treat the population in
different ways. Policy and public incomprehension and incoherence also mean that the
goals and work of the intersex movement are often poorly recognised or understood.

While multiple analyses of the early intersex movement in the United States and
Canada exist (an early insider perspective can be read in (Chase 1998)), and recent legal
attention has focused on advocacy within the international human rights system (Bauer
et al. 2019; Lum 2021; Zelayandia-Gonzalez 2023), fewer studies have considered the goals
and work of the contemporary intersex movement outside of North America, and no com-
parable peer-reviewed analysis has yet been published on intersex advocacy in Australia.
The intention of this paper is to present a coherent overview and analysis of community
responses to policy and public incoherence. The paper presents a comprehensive overview
of the history and context for community development, advocacy and service delivery,
and the work of community organisations to construct and seek reform. The paper be-
gins by summarising contested definitions of the population, and outlining health issues
and medical treatment practices. The paper then considers the historical context, recent
developments in advocacy and service delivery, and community goals for the future.

2. Defining the Population

The population is known using a range of different terms, each associated with distinct
values and contested borders. The term intersex has a medical origin and was appropriated
or adopted by the first self-organised groups of intersex people in the 1990s. Up until 2006,
the term intersex coexisted with pejorative traditional terms such as “hermaphrodite”, and
the clinical term “pseudo-hermaphrodite”.

In 2005, an invite-only clinical meeting and subsequent “consensus statement on
management of intersex disorders” introduced a new clinical umbrella term of “disorders
of sex development” (DSD) (Hughes et al. 2006; Houk et al. 2006), sometimes referred to
by similar terms such as “disorders of sexual differentiation” (Medicare Benefits Schedule
Review Taskforce 2020) and “differences of sex development” (Kalfa et al. 2024). While
these terms have been implemented within medicine, globally, they have never been
accepted or adopted by community and patient organisations in Australia.

Individuals also use specific diagnostic terminology, with more than 40 distinct entities
such as:

e  Chromosomal variations: such as 47,XXY (Klinefelter syndrome), 45,X0 (Turner syn-
drome), mosaicism, mixed gonadal dysgenesis.

e  Androgen production or action in people with XY chromosomes: androgen insen-
sitivity (AIS), 5 alpha reductase deficiency, 17 beta hydroxysteroid dehydrogenase
3 deficiency.

e  Androgen production in people with XX chromosomes: congenital adrenal hyperpla-
sia, maternal androgen excess, aromatase deficiency.

e  Structural variations affecting gonad or genital development: micropenis, anorchia
(no testes), ovotestes, hypospadias, cloacal and bladder exstrophies, vaginal agenesis
(MURCS/MRKH), gonadal dysgenesis, familial hypogonadism.

Diagnostic terminology is undergoing rapid change, from terminology using eponyms
and language based on terms using the word hermaphroditism, towards descriptive terms
and terms arising from genetics research.

Many Australian institutions persist in framing intersex variously as a sexual orien-
tation (“LGBTI or heterosexual”) or a gender identity; a sex, indeterminate sex, third sex
category, and “sex diverse”; or a population constructed as both adults with a marginalised
identity and babies subjected to surgery. For example, some national sporting, scien-
tific, and mental health organisations have framed intersex as a form of gender diversity
(Australian Sports Commission and CSIRO 2022; Headspace 2020).
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Adults with innate variations of sex characteristics have higher rates of sexuality and
gender diversity or discomfort with gender roles than the general population (T. Jones
2016; Furtado et al. 2012; Nimkarn and New 2010). These factors and the possibility of
so-called “natural experiments” mean that clinical work aimed at establishing the genetic
or environmental origins of sexuality and gender identity has taken place on people with
intersex variations (see, for example, Meyer-Bahlburg 1990). However, people with intersex
variations can grow up to be heterosexual or not and cisgender women or men or not,
while infants and children lack the age and agency to express any identity.

The high prevalence of misconceptions means that it is common for the word intersex
to be included in descriptions of LGBTI or related population groupings without com-
prehending or attending to the specific needs and circumstances of the population. A
national mental health organisation, for example, presents mental health considerations as
relating to respect for pronouns and avoidance of heteronormative language (Headspace
2020). The diverse lifelong or chosen legal or social statuses of individuals with innate
variations of sex characteristics are frequently disregarded or not comprehended (Car-
penter 2020). This should be understood to directly impact service utilisation, disclosure,
engagement, and nomenclature preferences by people with lived experience, irrespective
of their actual identities.

A neutral language of innate “variations of sex characteristics” (VSCs or IVSCs) was
introduced by community organisations in Australia and Aotearoa New Zealand from
2017 (AIS Support Group Australia et al. 2017). This terminology aims to avoid many
misconceptions that impact the population, and it has utility in both legal protections
from harmful practices and discrimination (Australian Capital Territory 2023), and in data
collection (Australian Bureau of Statistics 2021).

The boundaries of all definitions are to some extent subjective, reflecting shifts in social
and clinical constructions of boundaries between “normal” and “abnormal” bodies, as well
as the role of subjective judgements by clinical individuals and groups in problematising
bodies that are different. Nevertheless, Australian intersex community-controlled organisa-
tions exist for all people who risk or experience stigma and discrimination because of their
innate sex characteristics or sex development, and their families.

Many people do not have a language to describe themselves. Up until 2006, with
variable change since that date, many people have not been told their diagnosis, nor the
facts about their medical treatment (Lee et al. 2016; Office of the Privacy Commissioner
2018; Carpenter 2024). This was thought to protect individuals from stigma but also to
promote conformity with social expectations. For example, women with complete androgen
insensitivity (and XY chromosomes and testes) have been told they had hysterectomies
when they never had a uterus (Carpenter 2024). Disclosure of long-term consequences of
surgeries has also been limited, and individuals informed of their diagnosis have been
encouraged not to disclose their traits to others (Intersex Peer Support Australia 2023).

3. Health Issues

Individuals with some traits experience specific risks, including for mental health
issues arising from experiences of trauma, stigmatisation, and shame, including experiences
arising in medical settings. Some traits are sometimes associated with specific health issues,
frequently including innate or iatrogenic infertility. Some traits need urgent treatment or
may be fatal if not treated (such as salt wasting congenital adrenal hyperplasia or bladder
exstrophy). Newborn bloodspot screening has been introduced to identify risks associated
with salt wasting. Some traits are associated with cancer risks in gonads such as testes,
ovotestes, or streak gonads. Gonadal cancer risks have an unhelpful history of exaggeration
and intertwining with “psychosocial” rationales for treatment (Senate 2013; Carpenter and
Intersex Human Rights Australia 2022). Psychosocial rationales are aimed at eliminating
risks of stigmatisation through surgery and hormonal treatment, facilitating “social or
familial integration”, and mitigating parental distress. Some traits are associated with
cardiovascular, skeletal, renal, neurodevelopmental, and other issues.
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Diagnosis can occur prenatally, at birth, during childhood or adolescence, and later
in life—for example, due to diagnosis of an intersex trait in a relative of a prospective
parent, genital appearance at birth, a failure to menstruate in an adolescent girl, atypical
pubertal development, or infertility. Medical responses aim to make bodies appear or
function more typically in line with sex observed or assigned at birth. Depending on age
of diagnosis, this can lead to medical treatments that an individual would not choose
for themselves. Genetics research is contributing to the prenatal elimination of human
tissues with intersex traits (Eggers et al. 2016; Amor 2020)—for example, as part of “risk
estimation” in “reproductive planning for the family” (O’Connell et al. 2021; Amor 2020),
despite concerns about the ethical basis for their elimination (Kirk et al. 2020; Carpenter
and Intersex Human Rights Australia 2020).

Many people with innate variations of sex characteristics have significant health issues
arising from medical treatment. This particularly includes experiences of trauma, loss of
sensation and sexual function from unnecessary early medical interventions; limited or
absent disclosure of health information, and a lack of ability to make informed decisions
about treatment, including lack of access to resourced peer support; and distress from
infertility or limited fertility (Office of the High Commissioner for Human Rights 2019;
Australian Human Rights Commission 2021; Carpenter 2024).

It remains the norm for children with intersex variations who have a diagnosis to
be subjected to surgical and/or hormonal interventions early in life (see, for example,
Adikari et al. 2019). These interventions are intended to make children’s bodies appear
or function in ways that are more typical for observed/assigned sex and gender. For
example, Australia’s paediatric endocrine group has described “surgical management”
as indicated “for the purpose of appearance including reduction of an enlarged clitoris
or repair or construction of a urinary outlet to the end of the penis”, despite “particular
concern” regarding post-surgical “sexual function and sensation” (Australasian Paediatric
Endocrine Group et al. 2013). “Normalising” surgeries and hormonal interventions are
frequently grounded in gender stereotypes or psychosocial rationales for treatment.

Clear demonstrations of underlying gender stereotypes can be found in clinical propo-
sitions that girls with intersex variations need surgery to “enhance” genital appearance,
while boys need surgery to ensure a “functional” norm of standing to urinate (Carpenter
2024; Family Court of Australia 2016; Australasian Paediatric Endocrine Group et al. 2013).
Instead of mitigating risks of discrimination and stigmatisation, the Senate Community
Affairs References Committee and community, public health, and human rights institutions
regard these interventions as examples of discriminatory treatment, associated with the stig-
matisation of bodies that are different (Senate 2013; Australian Human Rights Commission
2021; Public Health Association of Australia 2021).

These interventions can deliberately pre-empt choices made by individuals and as-
sume future values and preferences. In addition, there is no evidence that surgeries are
capable of addressing risks of stigmatisation (Lee et al. 2016; Australian Human Rights
Commission 2021; Liao 2022). Medical examinations and experiences, ignorance, and
shame exacerbate experiences of stigmatisation, with an impact on mental health (Liao
2022; Hegarty 2023; Hart and Shakespeare-Finch 2021; Schiitzmann et al. 2009) as well as
sexual function and sensation.

Contested by intersex community organisations since the 1990s, the pre-emptive
treatment model has been perpetuated by lack of disclosure and awareness of medical
practices and by the marginalisation and exclusion of both people with lived experience
and psychosocial professionals (Carpenter 2024). Medical practices are set out in invite-only
expert “consensus statements” due to a lack of supporting evidence and even a lack of
clinical consensus regarding surgical timing, indications, and evaluation of outcome (Lee
et al. 2016). The lack of evidence and clinical consensus, as well as evidence of lack of
clinical adherence to clinical guidelines, mean that guidelines are unlikely to change medical
practice without the external imposition of new parameters for clinical decision-making
via legislative reform (Intersex Human Rights Australia 2020).
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Multidisciplinary teams evaluating treatment may consider only a subset of patients
posing ethical or diagnostic “dilemmas” (Vora et al. 2016) and are led by surgeons or
endocrinologists. Psychosocial care for families and individuals is often poorly under-
stood and regarded as relevant only after surgical or hormonal treatment (Carpenter 2024).
Community organisations are absent (Gramc et al. 2021; Liao 2022). The mere existence of
multidisciplinary teams has been proposed as a way of improving care and sidestepping
legal oversight (Vora et al. 2016), but “medically unnecessary surgical procedures that carry
significant risk of harm continue to be presented as legitimate options” (Human Rights
Watch 2017). At the same time, Australian clinical reports have persistently misrepresented
community and institutional calls for oversight and an end to unnecessary or deferable
procedures as if they are a call to end all medical treatment for children, including uncon-
tentious and non-deferable treatment (Carpenter 2024; O’Connor 2016, p. 531; Vora et al.
2021, p. 5; Australian Human Rights Commission 2021, p. 131).

4. The Historical Context in Australia

As biological variations, intersex traits have always existed in humans, other mammals,
and other species. Traditional Christian and Islamic law and common law had places
for “hermaphrodites” or “al-khuntha”, to be treated as female or male, with different
legal rights depending on predominant characteristics or method of urination. The term
hermaphrodite has since taken on specific meanings in biology; these traditional terms are
now often understood to be pejorative, and their long legal history has largely been erased.
Historical First Nations approaches in these lands are not well understood; for example,
the views of Tiwi subjects of scarce early Australian medical journal reports are difficult to
distinguish from the medical gaze (Ford 1941; Walker et al. 1970).

Medicalisation of people with innate variations of sex characteristics occurred along-
side medicalisation of sexuality and gender diverse populations, arising from moral panics
about people who break social, legal, and religious expectations for women and men, girls
and boys (Reis 2009). As recently as a national inquiry into religious freedoms in 2018,
no evidence was found of religious motivations to discriminate against intersex people
(Ruddock et al. 2018). However, moral panics about transgender people, biological-only
definitions of sex that cannot account for actual observed or assigned sex, and continued as-
sociations between intersex and LGBT populations mean that conservative religious bodies
are beginning to reinterpret traditional understandings to, for example, discuss “disorders
of sexual development” in the same manner as transgender populations (Intersex Human
Rights Australia and GATE 2019; Synod of the Diocese of Tasmania 2023).

Early surgical, hormonal, and associated interventions on infants and children arose
in the 1930s and became widespread in the 1950s (Hampson et al. 1956; Reis 2009), reaching
Australia by at least the 1960s (Fraser et al. 1966) and still remaining routine today (Adikari
et al. 2019; Hutson et al. 2020).

The Family Court has adjudicated “special medical procedures” involving medical
interventions with sterilising effects, at least since passage of the Family Law Act 1975
(Commonwealth). The Court appears to have approved every relevant case involving
children with innate variations of sex characteristics, approving surgical and/or hormonal
treatment in line with clinical affidavits. For example, the sterilisation of a child was
authorised in the judgement of a 2016 Family Court case where the judge referred to a
history of feminising surgeries on an infant as surgeries that “enhanced the appearance
of her female genitalia”; that surgical history had not been the subject of court oversight
(Family Court of Australia 2016; Kelly and Smith 2017; M. Jones 2018; Overington 2016).
Brennan J. in the High Court of Australia, has asserted that surgeries aimed at ameliorating
“cosmetic deformities” and “pathological conditions” are “therapeutic” while questioning
the ability to distinguish between therapeutic and non-therapeutic treatment (High Court
of Australia 1992). Australian clinicians have asserted that the review of “challenging DSD
cases” or ethical or diagnostic “dilemmas” by multidisciplinary teams provides a viable
alternative to court oversight (Vora et al. 2016).
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The United Nations Office of the High Commissioner for Human Rights has expressed
concern that “Loose conceptions of medical necessity or therapeutic treatment may facili-
tate social and cultural rationales, and other rationales that lack evidence of urgent need”
(Office of the High Commissioner for Human Rights 2019). Nevertheless, the Australian
government asserted in 2021 that “Court authorisation is required for any surgical or steril-
isation procedure that is not medically necessary for children with intersex characteristics”
(Working Group on the Universal Periodic Review 2021). This statement is not borne out in
evidence from the 2016 Family Court case regarding surgical interventions that “enhanced
the appearance” of female genitalia prior to the court case, nor subsequent clinical reports
(for example, note the matter of fact disclosure of feminising surgery on infants disclosed
in Adikari et al. 2019; Carpenter 2024).

Constructions of intersex people as a third sex, neither female nor male, have been
evident in court decisions dating back to 1979; these adversely impact men and women
with intersex variations and make their lived experiences incomprehensible. In 1979, a man,
assigned male at birth with XX sex chromosomes, was described as a “true hermaphrodite”
in a Family Court decision to annul his marriage (Family Court of Australia 1979). Legal
discussion of his case described him as a “true trans-sexual” “assigned” by “sex change
surgery” (Bailey 1979), despite his being registered male at birth, with no evidence of any
attempt to change that sex registration. While criticised as creating a precedent out of step
with historical norms (Finlay 1980), the decision has since remained cited as a case of a
man’s “mistaken identity”—that he was not really a man (Family Court of Australia 2018).
Contrarily, a first passport with an “X” sex marker was issued in 2002, to a West Australian
with 47, XXY chromosomes who sought this option (Butler 2003; Meyer-Bahlburg et al.
2004). Reporting of this passport decision plausibly contributed to a change in clinical
nomenclature in 2006 (Hughes et al. 2006).

A public, policy, and academic focus on matters of identity has remained pervasive
since (see, for example, Fenton-Glynn 2018), despite community calls to better respect the
plurality of identities, lived experiences, and preferences within the population of people
with innate variations of sex characteristics. For example, the “X” sex marker on passports
remains associated with intersex bodies today, despite longstanding attempts to address
the underlying national guidelines (National LGBTI Health Alliance et al. 2015).

The first waves of legislation referring to the population occurred in the 1990s and
early 2000s, largely predating or unresponsive to intersex community development work:

e Inawave of legislation introducing anti-discrimination protections for transgender
people, where definitions of transgender or gender identity included reference to “peo-
ple of indeterminate sex” (Carpenter 2022). This is still evident in New South Wales
anti-discrimination legislation introduced in 1996 (New South Wales 1996) and has
been replaced in most jurisdictions by protections on grounds of “sex characteristics”.

e In a wave of legislation (all but Western Australia between 1994 and 2000) to pro-
hibit female genital mutilation, containing exceptions permitting surgery on children
with “ambivalent sex”. This is still evident in the criminal codes of most States and
Territories (Attorney General’s Department 2013).

e  Anoverlapping wave of legislation regulated the recognition of transgender people,
where “reassignment surgery” has been defined to include surgery to resolve or
eliminate “ambiguities” in children’s sex characteristics (Carpenter 2023). This remains
evident in the Western Australian criminal code and gender recognition legislation
(Western Australia 2000, 2004).

It seems likely that some of these developments occurred due to advocacy by trans-
gender people, possibly informed by the 1979 Family Court decision. While these can
be expected to be well intentioned, they arise out of a different set of interests and have
contributed to incomprehension and harm. Some of the beliefs underlying this advocacy
include a belief that association of “transsexualism” with unambiguously biological causes
would ameliorate stigma and facilitate access to surgical interventions experienced by
intersex people (Wallbank 2015; critiqued in Carpenter 2018).
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The first Australian community organisation (Intersex Peer Support Australia or
IPSA, then known as the Androgen Insensitivity Syndrome Support Group Australia),
became peer-led in 1996 and registered in 2001. Originally only for people with androgen
insensitivity, it was established alongside a small number of other diagnosis-specific groups.
IPSA now supports all people who experience or risk stigmatisation and harm because of
their innate sex characteristics and their families, and it is still run by volunteers. Intersex
Human Rights Australia (IHRA) was established in 2009 and registered in 2010 to focus
on health and human rights policy; funded by foreign philanthropy, its first staff were
appointed at the end of 2016. IHRA began offering psychosocial support services for
individuals and family members through the InterLink program in 2023, with pilot funding
from the federal Department of Social Services. While still limited, resourcing has made a
critical difference to the ability of IHRA to promote reform and deliver community services.

The first government reports referring to a “GLBTI” population were published over
two decades ago in Victoria and addressed intersex health issues (Ministerial Advisory
Committee on Gay and Lesbian Health 2002). In contrast to contemporaneous legal de-
velopments where opposition to association of intersex traits with the attribute of gender
identity in anti-discrimination law was unsuccessful, this positive development was influ-
enced by early intersex advocates and provides an indication of a longstanding community
focus on health policy. Misconceptions remain pervasive in policy and LGBTQ+ community
settings. With recent and important exceptions, there has been limited attention to the
specific needs and circumstances of people with innate variations of sex characteristics,
evidenced by a lack of widespread understanding of those needs and circumstances, and a
preoccupation with identity-based protections and recognition (Carpenter 2021).

5. Recent Developments

With a growth in Australian intersex organising and resourcing over the last decade,
new anti-discrimination protections have been implemented: opportunistically on grounds
of intersex status in the Commonwealth in 2013, then in Tasmania and South Australia,
and then on grounds of sex characteristics (Australian Capital Territory, Northern Territory,
Queensland, Victoria, and Tasmania, with commitments made in the Commonwealth
Parliament (Burke 2022), in Western Australia, and with a proposal before the New South
Wales Parliament).

Advocacy by IHRA and disability organisations led to the explicit inclusion of intersex
people in a Senate Community Affairs References Committee inquiry into involuntary
or coerced sterilisation (Senate 2013). This was likely the first parliamentary inquiry into
intersex health issues anywhere in the world. Reporting in October 2013, it called for
significant reform to clinical practice, including establishment of human rights affirming
guidelines for treatment that favour deferral of non-urgent treatment until people are
old enough to make their own decisions. It also called for independent oversight of
clinical decisions and resourcing for psychosocial support for individuals and families. No
recommendations were implemented.

In 2017, community organisations and advocates gathered at an event in Darlington,
Sydney, and developed a common platform known as the Darlington Statement (AIS
Support Group Australia et al. 2017). It calls for protections from discrimination and harm,
including through the criminalisation of deferrable medical interventions, independent
oversight of clinical practices, resourcing for psychosocial support for individuals and
families, and more.

In 2017, the Australian Human Rights Commission established an inquiry into medical
practices. This followed advocacy by IHRA and also reporting of a 2016 Family Court case.
Following a process supported by a reference group including community, legal, human
rights, and clinical experts, it reported in 2021 (Australian Human Rights Commission 2021).
In considering rationales for contested medical interventions, the Commission found that:

Psychosocial rationales do not rise to the standard of medical necessity to avoid serious
harm, given that less intrusive options exist that should be preferred, and that psycho-

38



Soc. Sci. 2024, 13,191

logical and psychiatric experts do not believe that there is any robust scientific evidence
to support the assertion that interventions in the circumstances are in the individual’s
best interests. (Australian Human Rights Commission 2021)

In considering the case for binding legislation and regulation in place of non-binding
clinical guidance, it found that:

There is a real risk that medical interventions, other than on grounds of medical necessity,
may be undertaken in the future. This position is informed by the views of a range of
clinicians that psychosocial factors are justifiable considerations for medical interventions,
with such justifications given weight in leading international guidance documents.
Therefore, overall cultural change would be unlikely in the absence of binding directions.
(Australian Human Rights Commission 2021)

The Commission called for the criminalisation of unnecessary medical interventions,
with legislation and regulation to be “guided by a human rights framework based on the
following principles”:

e  “Bodily integrity principle”, recognising that all “people have the right to autonomy
and bodily integrity”.

e  “Children’s agency principle”, recognising the evolving capacity of children to express
their views and have their views taken into account as they get older.

e  “Precautionary principle”, where medical interventions should be deferred until a
child can express their own views regarding treatment, “where safe to do so”.

e “Medical necessity principle”, recognising that some interventions on children are
necessary if “required urgently to avoid serious harm to the child”.

e  “Independent oversight principle”, where decisions about medical necessity are sub-
ject to “effective independent oversight” due to the impact and “risk of making a
wrong decision” (Australian Human Rights Commission 2021).

Following a formal commitment in 2019, the Australian Capital Territory (ACT) gov-
ernment undertook a process of reform to clinical practices. This led, in 2023, to the
introduction and passing of legislation to protect the rights of people with innate variations
of sex characteristics in medical settings, alongside significant investment in psychosocial
support. The legislation provides for a criminal prohibition of certain interventions, and
oversight for interventions on individuals with certain variations if they are unable to
personally consent (Australian Capital Territory 2023; Carpenter 2023). Provisions ensuring
transparency and reporting of medical interventions, and the establishment of a Restricted
Medical Treatment Assessment Board and Variations in Sex Characteristics Psychosocial
Support Service, are internationally significant (Carpenter 2023). Biomedical organisations
have opposed legislation. However, mental health and public health organisations have
supported the reforms by the ACT government (Public Health Association of Australia
2022, 2023; Chief Minister, Treasury and Economic Development Directorate 2021). The
State of Victoria has made similar commitments to reform (Department of Health 2021),
with legislation anticipated to be introduced during 2024 (Department of Health 2023).

Community organisations have also begun to develop models of care and offer psy-
chosocial support services to individuals and caregivers (Queensland Council for LGBTI
Health, Intersex Human Rights Australia, and Intersex Peer Support Australia 2020a, 2020b,
2020c, 2020d), as well as critiquing existing Australian bioethical frameworks (Carpen-
ter 2024). In 2023, the InterLink service was rolled out nationally to provide one-on-one
support and group support for individuals and caregivers.

Positive developments in some jurisdictions of the Australian federation—those
aligned with community demands—may be explained by the existence in those juris-
dictions of governmental structures supporting community engagement, population size,
community organising, and resourcing. Underpinning this, community development and
networking has contributed to the development of better tools, platforms, and concepts to
promote coherent understandings of the population.
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6. Research and Data

Clinical practices in Australia are poorly documented in clinical reports (an exception
being a brief summary of practices at a Queensland clinic in Adikari et al. 2019), but signifi-
cant evidence has been constructed in clinical literature, legal cases, and engagement with
national and State/Territory inquiries. As is the case elsewhere, Australian clinical stud-
ies predominantly comprise paediatric surgeons and endocrinologists studying surgical
outcomes in their own paediatric patients, subject to confirmation bias, ascertainment bias,
lack of standardised protocols, and other methodological concerns (Carpenter et al. 2024),
often with the intention of justifying unnecessary surgical practices.

Clinical research has, for example, compared people with intersex variations against
the experiences of children with a serious bowel disorder to assert that early feminising
and masculinising surgeries are justified on children on the basis of satisfactory outcomes,
despite lower likelihoods of experiences of orgasm and greater frequencies of pain during
intercourse, and despite significant levels of distress in the population (Warne et al. 2005;
Schiitzmann et al. 2009). Clinicians in a Victorian hospital have reported more recently on
findings from studies of their own patients subjected to feminising surgeries in infancy for
congenital adrenal hyperplasia; despite low response rates, reports detail outcomes of post-
surgical clitoral sensitivity testing (“vibration” tests) in participating adolescents and adults,
respondents’ views, and (reported separately) increased probabilities of incontinence and
other urinary issues (Bogdanska et al. 2015; Villegas et al. 2015; Bogdanska et al. 2018;
Preston et al. 2024). Early masculinising surgeries at the same institution lack long-term
follow up, with limited clinical research examining outcomes in adolescent boys, who
are too young to establish long-term outcomes (Carpenter 2022; Hutson 2020). Surgeon
expertise and techniques are framed as a contributing factor to improved outcomes (Hutson
et al. 2020), evading arguments about the necessity or timing of surgery (Carpenter 2024).
Outcomes elsewhere in Australia are not documented.

Recent international studies have explicitly sought to justify early medical interven-
tions; these reports clearly show a lack of consensus amongst people with lived experience
about the necessity and timing of surgery, identifying both significant adverse anatomical
and psychosocial outcomes, as well as significant differences between patient-reported
and clinician-reported evaluations of outcomes (Kalfa et al. 2024; van de Grift et al. 2022).
Community organisations argue that research aimed at justifying practices that violate
individuals” human rights is unethical (Carpenter 2022).

Significant Australian public research funds have been invested for more than twenty
years in establishing genetic aetiologies for intersex traits. This research has been justified
in part by experiences of trauma and distress in parents and people with innate variations,
and conducted using human genetic samples and genetically-engineered animal models
(Koyama 2003; University of Queensland n.d.; Hudson Institute of Medical Research 2020).
A 2020 summary states that DSDs “are surprisingly common, and can result in genital
abnormalities, gender mis-assignment, infertility and psychological trauma” (Hudson
Institute of Medical Research 2020). The use of psychosocial rationales in genetics research
is particularly striking given the role of harmful practices in producing poor mental health
outcomes and the absence of resourcing for community-based and clinical psychosocial
support services prior to the establishment of the InterLink program and ACT’s hospital
psychosocial support service in 2023. Further, the research is used not merely to improve
diagnosis, but also to facilitate “family planning”, i.e., the elimination of intersex traits from
the gene pool on the basis of their undesirability (Carpenter and Intersex Human Rights
Australia 2020; Kirk et al. 2020; O’Connell et al. 2021).

Data on clinical practices are available in disease classifications and Medicare Ben-
efits Schedule (MBS) procedure classifications. Procedure codes include the paediatric-
only “Congenital disorder of sexual differentiation with urogenital sinus, external gen-
itoplasty with endoscopy and vaginoplasty” (37,848) and also “Hypospadias, examina-
tion under anaesthesia with erection test, on a person under 10 years of age” (37,816).
In a process that lacked community engagement, language in the MBS associated with
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some paediatric surgeries was updated to “congenital disorders of sexual differentia-
tion” as part of a review concluded in 2020 (Medicare Benefits Schedule Review Task-
force 2020). A 2019 Taskforce report stated that “Patients with DSD remain free to
choose their social identity”, while the availability and utilisation of these paediatric-
only codes indicates that patients are not free to choose their own treatment or its timing
(Medicare Benefits Schedule Review Taskforce 2019).

MBS procedure reimbursement numbers are not a good fit with known data on
practices in individual hospitals; for example, the number of feminising surgeries at a single
Victorian hospital reported in 2013 exceeds the national number of relevant reimbursements
in contemporaneous MBS data cubes (Carpenter 2018, 2022). Given a lack of clarity about
the number of procedures on children with innate variations of sex characteristics, the
Victorian state government has sought to ascertain procedure volumes in that jurisdiction,
but without clear conclusions. The ACT government has also sought to establish accurate
numbers on procedures in its jurisdiction and has made reporting on procedures a key
component of 2023 legislative reforms (Australian Capital Territory 2023). It is currently
expected that this will require the development of new standards during an initial legislative
implementation period.

Despite work by some leading researchers to ensure meaningful inclusion of people
with intersex variations (Amos et al. 2022), “LGBTI” studies are predominantly focused
on the experiences of adults with marginalised identities, and/or have had goals or pre-
conceptions that make it difficult for people with innate variations of sex characteristics
to see our needs reflected. Misconceptions remain pervasive, such as framings of intersex
as a third sex, a gender, a sexual orientation, or an identity in need of recognition. These
reflect a profound lack of comprehension of the population and lack of engagement with
the literature, adversely impacting engagement and participation rates. Due to safeguard-
ing and reputational risks, IHRA is unable to share most surveys but seeks to influence
better practices.

An Australian pilot sociological study in 2015 on people “born with atypical sex char-
acteristics” with 272 respondents found significant concerns, including adverse outcomes
arising from medical interventions without personal consent and the impact of stigma and
social, familial, and clinical attitudes; high rates of disability and poverty; and variable
completion of schooling and other educational stages (T. Jones et al. 2016). While the
study’s descriptive title facilitated questions about nomenclature preferences, the study
is a convenience sample with its own methodological limitations. It is possible to argue
that no research on people with innate variations of sex characteristics has yet been truly
representative, and such a study may be implausible due to the legacy of non-disclosure
and partial disclosure (Carpenter 2022, 2024).

In what some researchers have termed a transition from “paediatric emergencies to a
sense of abandonment” (Crocetti et al. 2023), a lack of clinical attention to the outcomes
and experiences of adults with innate variations of sex characteristics contributes to a lack
of structured research available on adult health and well-being. Recent US research has
found a relationship between early surgeries without personal consent and later avoidance
of healthcare, including both preventative and emergency healthcare (Wang et al. 2023),
while Australian qualitative research has identified benefits from social and community
connection (Hart and Shakespeare-Finch 2021).

The Australian Bureau of Statistics Standard on Sex, Gender, Variations of Sex Char-
acteristics, and Sexual Orientation seeks to facilitate consistent, coherent data collection
practices that respect the diversity of the population, particularly diversity in preferences
for sex and gender classifications (Australian Bureau of Statistics 2021; Carpenter and
Intersex Human Rights Australia 2019). It achieves this by defining sex initially in relation
to legal registration at birth, where registration is typically based on sex characteristics
observed at birth. The Standard is as yet unevenly implemented (Australian Bureau of
Statistics 2022), but it forms the basis for new general practice guidelines (Royal Australian
College of General Practitioners 2021) and a draft national statement on sex, gender, varia-
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tions in sex characteristics, and sexual orientation in health and medical research (National
Health and Medical Research Council and Department of Health and Aged Care 2023).

7. Community Perspectives Looking towards the Future

People with innate variations of sex characteristics are faced with a challenging set
of radically different ideas about who we are and how we should live, and these limit
individuals” agency to freely express values, preferences, and choices.

These different ideas include a medical model that seeks to “fix” intersex bodies,
engaging multiple human rights issues, including the rights to security, bodily and men-
tal integrity, health, sexual and reproductive rights, privacy, legal capacity, and non-
discrimination (Office of the High Commissioner for Human Rights 2019). Current and
historic practices also violate rights to freedom from harmful practices, ill-treatment, and
violence (Office of the High Commissioner for Human Rights 2019). Additionally, people
with innate variations of sex characteristics can have health needs that need attention,
including some risks that can result in harm if not addressed.

At the same time, legal and social constructions of intersex reflect novel and simplistic
ways of classifying and recognising people with innate variations of sex characteristics that
fail to respect the diversity of individuals’ lived experiences, values, and preferences.

These issues mean that intersex health and human rights advocacy is driven by simple
propositions grounded in respect for the diversity of the population and its plurality in
values and preferences, such that:

e To the maximum extent possible, everyone should be able to make their own decisions
about their own bodies.

e Individuals should be able to access safe, appropriate, and timely medical treatment in
line with actual needs and sex characteristics, including treatments that are necessary
for health and well-being and treatments that affirm their values and preferences (AIS
Support Group Australia et al. 2017).

e  Social and community connection to other people with lived experience is essential for
good health outcomes, informed decision-making, and the constructive amelioration
of stigma, shame, and trauma (Hart and Shakespeare-Finch 2021).

e  To the maximum extent possible, everyone should be able to make their own decisions
about their identities and expression.

e A novel biologically-defined legal sex category termed “intersex” fails to respect the
diversity of the population and the rights of individuals to self-determination (AIS
Support Group Australia et al. 2017) and so is not supported.

e  Even where considered inconvenient, birth-registered sex should always be respected
unless an individual indicates otherwise (Carpenter 2020).

e [t is necessary to address misinformation, disinformation, and a lack of interdisci-
plinary engagement across silos in order to implement effective, coherent reforms to
legislation, regulation, policy, and practice.

Intersex community responses to challenging clinical, legal, and social environments
have taken the form of community and capacity building, research and documentation,
engagement with clinicians, legal and human rights institutions and policymakers, and the
provision of trauma-informed psychosocial and peer support services. Key components of
this work include attempts to create engagement across institutional silos, promoting co-
herent policy development that respects the plurality of individual preferences and values.

Working with other stakeholders, intersex community organisations seek to trans-
form models of care from narrow biomedical approaches that “manage” atypical bodies
through surgical and endocrinological interventions, to approaches that centre the role
of psychological support in co-ordinating care, supporting caregivers, addressing stigma,
and helping individuals to understand and express their own values and preferences for
treatment (Carpenter 2023). As has occurred in the ACT, legislative reform appears to be a
prerequisite to other forms of reform to clinical practice, such as investment in clinical and
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community-based psychosocial support. Intersex community organisations seek nationally
consistent reforms in line with these developments.

Intersex community organisations also seek to implement and evaluate best practice
healthcare pathways and develop new bioethical frameworks that centre psychosocial
support and respond to community, mental health, public health, and human rights per-
spectives (Carpenter 2024). These include a toolkit of healthcare pathways resources
developed by Bonnie Hart that present a set of best practice indicators matched to industry
accreditations standards, detailing the role of peer support and advocacy services in help-
ing individuals and families navigate healthcare services across the lifespan (Queensland
Council for LGBTI Health, Intersex Human Rights Australia, and Intersex Peer Support
Australia 2020a, 2020b, 2020c, 2020d). Over the next decade, community goals include the
provision of intersex community-controlled healthcare services, including psychosocial
support, GP services, genetic counselling, and allied health services.

In relation to MBS procedure codes, community organisations seek to eliminate
paediatric-only reimbursement codes for unnecessary early surgeries and improve safe
access to healthcare by adolescents and adults. Community organisations also seek to
improve safe access to appropriate healthcare through the Pharmaceutical Benefits Scheme,
screening programs, and adult sexual and reproductive health services, including access to
fertility-related services, and call on governments to also consider how to meaningfully
respond to calls for redress for people subjected to interventions without personal informed
consent—for example, through access to subsidised care plans (Intersex Human Rights
Australia 2022).

Reform to promote coherent data collection needs to encompass classifications of
demographic data and procedure data. Reform of sex, gender, and variations of sex
characteristics classifications in hospitals and other settings should align with the Australian
Bureau of Statistics Standard. Data on procedures do not currently adequately capture
information on numbers and rationales for medical interventions on children with innate
variations of sex characteristics. It appears that reform will also be necessary to ensure
adequate reporting to new legislative oversight bodies, and jurisdictions enacting legislative
reforms must consider how to ensure national consistency in reporting arrangements.
Consideration should be given to ways of extending the preservation of medical records. In
relation to research, community organisations aim to secure resources for community-based
participatory research, addressing community priorities and pervasive data gaps, while
also working to ensure that medical and health research funds are not used to justify human
rights violations.

In relation to education, Australian researchers report a “lack of a systematic” and
affirmative approach to messaging in school curricula and support services, including in
puberty and consent education (Bromdal et al. 2020; Zavros-Orr 2021). Similarly, recent
international research shows best-selling psychology textbooks provide an uneven rep-
resentation of the population that can lack engagement with lived experience and even
“obscure genuine healthcare concerns” (Hegarty and Vaughan 2024). Improvements to bet-
ter engage with lived experience and healthcare needs can promote a better understanding
of the population and mitigate risks of stigmatisation and shame.

8. Conclusions

Unique features of developments in Australia include a history of incommensurate
and disjointed legal and clinical policy, as well as a poorly recognised history of regulation
of certain surgeries on children; nationwide policy attempts to address “LGBTI” human
rights concerns; and the growth of intersex community organising to promote human rights
and health, engage in community development, research, and advocacy, and develop a
common community platform.

Intersex community organising and resourcing has made a difference, evidenced
through significant developments in policy attention and direction, legislative reform,
and service delivery. Australian intersex community organisations have sought to apply
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human rights norms, construct new ways of resolving policy incoherence, and develop
new infrastructure to address community-identified health and human rights issues.

Consistent with calls made in the community consensus platform and by the Aus-
tralian Human Rights Commission, the Australian Capital Territory is the first jurisdiction
to move ahead with reforms to clinical practice, including a legislative prohibition of certain
practices without personal informed consent, oversight of clinical decision-making, and
investment in psychosocial support. A community psychosocial support service has also
commenced. Additionally, recent developments have opened up a significant fracture
within medicine, where positions on the regulation of medical practices expressed by
mental health practitioners and some other national health and medical organisations are
now aligned with the community platform. Together with human rights institutions and
institutions of mental health and public health practitioners, community organisations
have called for significant changes to medical models of care and reform to research and
classification systems.

Activities to respect, protect, and fulfil the human rights of people with innate varia-
tions of sex characteristics remain a work in progress, but they can now build on significant
progress, including the community platform, national inquiries, law reform, new models
for resourced psychosocial support, and the development of new statistical standards.
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Abstract: In 2022, Greece became the fifth country in the world to legally ban Intersex Genital
Mutilation (IGM). The bill was prepared by the Ministry of Health and the intersex-led organisation
“Intersex Greece”. Even though the organisation was only established in 2021, it was actively engaged
in the whole law-making process, which resulted in a legal text that became a best practice worldwide.
This article tracks the history of the intersex movement in Greece and shows that the movement
emerged around 2009. Then, based on online interviews, blogs, videos and articles, all strategies and
alliances used by the movement over the years to advocate for intersex rights are explored, especially
in the year 2017 when the law on Legal Gender Recognition (LGR) was passed and in 2022 when
IGM was banned. Furthermore, online public documents from the Greek Parliament are consulted to
provide a comprehensive analysis of how the social, cultural, economic, and political environment in
the country affected these legal developments. Based on the above evidence, this article shows that
the law-making process on IGM in Greece started 13 years before the law and was the outcome of a
long process of multiple and unique intersecting factors.

Keywords: intersex movement; legal change; IGM ban; Intersex Greece

1. Introduction

Intersex people are born with sex characteristics that do not fit typical binary notions
of male or female bodies.! As of 2019, 131 million people have been born with intersex
traits (Ibid. See also (Ghattas 2019, p. 9)), meaning that almost 1 person in 60 has a vari-
ation of sex characteristics.> Even though the term “intersex” is an umbrella term used
to describe a wide range of natural bodily variations, the term “middlesex” in Greece
(neco@UALkOG /mesofylikos or peo6puA0g/mesofylos) is often wrongly used, failing to ex-
press the intersex reality. Thus, the intersex community has been advocating to completely
remove it from public documents and replace it with the term “intersex” written in Greek
letters ("vtegoe&). This term might not be Greek, but it is preferred because, in the Greek
language, the term for trans people is “diemfylikoi” (dteppvAikot) and is confused with
the term for intersex, which is “diafylikoi” (dtx@uAikot) (Intersex Greece 2023, p. 8).

According to Intersex Greece, the sole intersex-led organisation in the country, the
initiation of the intersex movement’s organisational efforts dates back to 2006, when a
group of intersex women and parents of intersex girls created a collective. In 2013, a
secret Facebook group of mothers of XXY children started its activity online. The group
initially used medical names such as “Klinefelter syndrome” and “Turner syndrome”, as its
members were not aware that all these variations were grouped under the umbrella term
“intersex” (Ibid.). In 2021, this group evolved into an organisation, and on 19 July 2022,
Greece became the fifth country in the world to ban Intersex Genital Mutilation (IGM)? and
criminalise doctors who perform it with Law 4958/2022 (Intersex Greece 2022). Preceding
Greece, Malta, Portugal, Germany, and Iceland had already prohibited Intersex Genital
Mutilation (IGM), with only Malta going a step further by criminalising it (see Section 3).

The primary objective of this article is to demonstrate the intrinsic connection between
the legal changes that transpired in 2022 and the organisational efforts within the intersex
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community—a connection influenced by a variety of cultural, social, political, and economic
factors. In pursuit of this objective, the article traces the evolution of the intersex movement
in Greece by examining available online evidence. The investigation reveals that the Greek
intersex movement began gaining visibility around 2009, marked by the publication of
an online blog wherein an intersex individual shared their personal story. Then, based
on online interviews, blogs, videos, and articles by intersex activists, all strategies and
alliances used by the movement over the years to advocate for intersex rights are explored,
especially in 2017, when the law on Legal Gender Recognition (LGR) was passed, and
2022, when IGM was banned. Furthermore, online journal articles and public documents
from the Greek Parliament are consulted to conduct a comprehensive analysis of how the
social, cultural, economic, and political environment in the country affected these legal
developments. This study also incorporates sources from countries other than Greece
to underscore the linkages between national developments and broader European and
global contexts.

In this article, an online methodology was preferred as intersex organisations have
flagged the risks that traditional methods of collecting and analysing data through inter-
views held by non-intersex researchers may entail. For instance, Morgan Carpenter men-
tioned in 2012 that “research on intersex populations frequently suffers from framing effects”
and highlighted the importance of community-based participatory research that recognises
and responds to those distinct concerns (Carpenter 2012). Nonetheless, in 2021, Intersex
Greece publicly denounced a university research project where its members participated
and were interviewed by non-intersex researchers. The organisation claimed that the analy-
sis and interpretation of data were problematic, leading to an “incomplete and non-inclusive
portrayal of the intersex reality and intersex experience” (Intersex Greece 2023, p. 28). This
paper seeks to deploy the plethora of already published online testimonies and interviews
by intersex individuals and offer an alternative method, in an effort not to re-traumatise a
community already burdened with physical and psychological distress. The author used
sources that are online and public and produced by key figures of the debate following
purposive sampling, led by a historical analysis of the sources available. The search engine
that was used was Google, and 15 online pages are included in this article based on the
selection criteria.

Lastly, this article aims to expand the field of intersex studies as, until now, it has
mostly focused on Catholic, Protestant, Western, Northern European, and Anglo-Saxon
countries,* failing to depict the situation of intersex rights in countries such as Greece,
which is an orthodox country, situated in Southeastern Europe on the southern part of the
Balkan Peninsula. This occurrence is attributed to various factors, such as the nascent nature
of the field of intersex studies, economic disparities among countries, and language barriers.
To address the language barrier, two annexes have been appended to the conclusion of this
article, featuring translations of pivotal documents from Greek to English. This inclusion
aims to facilitate global dissemination and be useful to individuals actively involved in
advocating for intersex rights. It is important to acknowledge that dialogues documented
in parliamentary proceedings may potentially be triggering for certain audiences.

2. The Emergence of the Greek Intersex Movement
2.1. The Very Beginning: Intersex Stories “Blossoming” Online (2009-2017)

The global intersex movement gained momentum in the 1990s (Greenberg 2012, p. 85)
and has experienced substantial expansion in the subsequent years, persisting to the
present day. According to the Astraea Lesbian Foundation for Justice, the first organisations
emerged in Australia, North America, Germany, New Zealand, Argentina, and South
Africa (Astraea Lesbian Foundation for Justice 2016, p. 10). During the 2000s, the number of
groups working for the human rights of intersex people kept on growing steadily. Between
2012 and 2014 in particular, intersex activists founded more than 10 new groups, including
the creation of OII Europe,® an umbrella organisation campaigning at the European level
(Ibid.). Amidst this explosive development of the intersex movement,® the blog “Intersex
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Flower Greece” was created in 2009 by a person who identified as an intersex woman
born with XY chromosomes and used the online name “Intersex Flower.”” The year of its
creation is not a simple coincidence: in their first post, “Caster Semenya,” they explain that
they were inspired by the global attention that the athlete received the same year.

Semenya won the women’s 800 m gold medal at the World Athletics Championships
in Berlin in 2009, and her performance triggered a number of questions (Swarr et al. 2009,
p- 657) related to her sex characteristics.® Scholars have drawn from Semenya’s case to
criticise outdated policies that rigidly define the female-male binary as an absolute norm
(See, for instance, (De Marcilla Musté 2022)) and suggest education on intersex issues as a
tool towards equality (See Swarr et al. 2009; Jensen et al. 2022). Nonetheless, an element
that is overlooked in academic discourse is the timing: Semenya’s case became viral in
2009, meaning that it coincided with the explosive expansion of the intersex movement
(Howe et al. 2017, p. 12). It could be assumed that Semenya’s case played a pivotal role in
elevating intersex visibility and empowering individuals within the intersex community
to claim their rights. This, in turn, may have contributed to the hastening of community
organising efforts.

The first post of Intersex Flower received nine responses, sparking prompt discussions
on the appropriate terminology to be employed in Greek discourse concerning intersex
issues. “Hermaphrodite” was already considered as a term that fails to depict the variations
of sex characteristics of intersex people, while the earlier mentioned term “diaphylikos”
(Stx@UALKOG, intersex) was often confused with the term “diemphylikos” (5teppuALkdg,
trans). Intersex Flower stated that they had been in touch with intersex women in Greece
online. However, organising and publicly disclosing their identity posed challenges due to
media perpetuating negative stereotypes about intersex individuals. This was compounded
by journalists’ lack of awareness regarding intersex issues.’

The next post of Intersex Flower followed the same day, and they narrate how they
discovered they were intersex during puberty and the lack of scientific knowledge from the
medical community regarding their “condition”. In the post that followed, on 31 August
2009, they explained that doctors presented to their parents only one option, which was
the performance of IGM, and the doctors did not inform Intersex Flower even though they
were 15 years old and could make decisions for themselves. On the same day, Intersex
Flower uploaded a new text, which presented in more detail how they were mistreated by
several doctors and in different hospitals due to a lack of knowledge and prejudice. At the
end of the text, they mention that there will be a new text, but the blog has not been updated
since 2009. Still, the first online denouncement of medical violence against intersex people
remains on the internet, signalling the public birth of the intersex movement in Greece.

2.2. Out and Proud! Standing Up for Intersex Rights (2017-2021)

On 26 October 2017, the day of intersex visibility, Lakis Kandilis gave the first interview
as an intersex person to Antivirus Magazine (Thanopoulos 2017b). He explained that he
chose to openly identify as an intersex person with the intention of increasing the visibility
of such individuals (Ibid.). He shared his story saying that in 2010, at the age of 28, he
experienced severe pains followed by blood loss. After visiting several doctors who could
not issue a diagnosis, he was sent to Thessaloniki Hospital. There, a team of 12 doctors
determined that he was born with XXY. However, due to the absence of current scientific
knowledge, they terrified him by suggesting that by the age of 35, he might develop breast
cancer (Ibid.). Later in 2018, it appears that Kandilis talked publicly during the Radical
Pride of Thessaloniki.!”

Before Kandillis, on 6 October 2017, Irene (Rinio) Simeonidou gave her first interview
to the same magazine, a journal primarily addressed to Lesbian, Gay, Bisexual, Trans, and
Queer (LGBTQ) people (Thanopoulos 2017a). She mentioned that she became aware of
intersex in 2009 when she was pregnant with her second child. The doctor at the local
hospital recommended terminating her pregnancy solely because they had identified a
karyotype that was “uncommon.” Despite the doctor’s advice, she decided not to terminate
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her pregnancy and to give birth to her child. Afterwards, she established a webpage, and
numerous families reached out to her facing similar situations: doctors advising them to
terminate pregnancies due to the likelihood of their children being born intersex. She also
noted that families who chose not to terminate faced pressure from doctors to undergo
surgeries on their children in order to conform to the female-male binary.

Simeonidou’s interview was the first to shed light on selective abortions that take
place because the foetuses have karyotypes that fall outside of the XX and XY binary.
These karyotypes, apart from their divergence from what is considered “normal,” do not
display any diagnosable illness. This was probably the first interview to spark a dialogue
on selective and forced abortions not only at the national but also at the international
level. At present, the issue is included in the demands!! and submissions (See, for exam-
ple, (Written Individual Submission 2018, p. 2)) of the intersex community and in public
speeches12 of intersex activists, but no other parent13 has raised it publicly. It is worth
noting that even though in 2022 the United Nations Committee on Economic, Social and
Cultural Rights in its General Comment No. 22 characterised selective abortions as a form
of violence against intersex persons, intersex advocacy still focuses primarily on the perfor-
mance of IGM as a form of violence and torture.!* This may be due to two factors. First,
there is not as much data available on selective abortions as on the performance of IGM.
Second, the topic of abortions may be considered as more “controversial” and including
it as a top priority in the intersex advocacy agendas could lead to a backlash. Especially
during recent years, there have been rapid developments concerning the right to abortion!®
in many countries worldwide, exacerbating the controversies that have surrounded the
issue for decades (See Kelley et al. 1993; Tamney et al. 1992).

Following this interview, Simeonidou garnered increased attention. From 2017 on-
wards, despite not being an intersex individual herself, her story became the primary
result on the internet when someone searched for information on intersex. After her ap-
pearance in the Greek Parliament in 2017 (See Section 3), she gave an interview to LiFO
(Antonopoulos 2017), a mainstream and influential publication, where she shared her per-
sonal story and parenting experience. She also focused on the alliances she had made, as in
the absence of intersex-led organisations, she partnered with national LGBT organisations
such as Rainbow School and Rainbow Families (Verde 2017). In 2019, she published an
article together with a picture of her child from the European Intersex Community Event
(Simeonidou 2019), meaning that she had been receiving support from OII Europe. She
focused again on her story and provided some data, stating that “today we know that more
than 80% of intersex pregnancies are terminated unnecessarily, with medical prompting
or pressure and the frightened consent of uninformed or fearful parents, purely because
of prejudice” (Ibid.). The data to which she referred are probably based on information
personally gathered by her over the years, as she did not attach any source. The same year,
she shared her story during TEDxLesvos (TedxTalks 2018), and at present, this video has
had 7.300 views.

Simeonidou’s narrative continues to be the most widely covered in Greece. However, it
is noteworthy that she is not intersex herself. Her story primarily revolves around selective
abortions, setting it apart from other parents’ accounts that often centre on decisions related
to the performance of Intersex Genital Mutilation (IGM) on their children.!” The publicity
and acceptance that her story received could originate from Greek culture and values, and
it could be linked with the role of the mother in Greek society (See Romero and Cid Lépez
2018; Myers n.d.). Davaki states that in Greece, the heteronormative family is considered a
sacred institution and motherhood is highly valued (See Davaki 2013). Tsouroufli notes
that Greek literature is replete with heroic, selfless mothers who have suffered silently to
protect their honour and children (Tsouroufli 2020). Christensen also underlines that, in
Ancient Greece, women, and especially mothers, were of decisive importance in the world
of poetry and mythology, and there was an entire genre of poetry dedicated to telling the
stories of heroic families based on daughters-in-law and mothers, who helped humanise
the heroes (Christensen 2023). It could be assumed that Greeks appeared to be receptive
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s

to Irene’s story because she impersonates a “selfless”, “modern hero” mother who did
everything to protect her child’s life despite the doctors” advice.

According to the official website of Intersex Greece, the organisation began its activity
as a “collective” and online. It started as a small group on Facebook, which, by 2021, had
more than 240 members, including 120 families of intersex children and adults.!® This small
group evolved into a nationwide organisation of intersex people, their families, and allies
located in all parts of Greece.!” After the establishment of the organisation, Simeonidou
stated that through the provision of peer-to-peer support, “more than 10 children who
would have been victims of ignorance or misinformation have been saved in the last decade
from involuntary terminations of pregnancies or cosmetic surgeries” (Elmatzoglou 2021).
This statement underscores that putting an end to such practices is one of the organisation’s
foremost priorities. The first public event of the organisation took place in 2021, making
it a landmark year for the visibility of the intersex movement in Greece.” Drawing from
information available on the organisation’s Facebook page, in the years that followed,
they started raising awareness on intersex issues through events that were addressed to
the medical community, teachers, families and the public in general.?! In 2021, Kandilis
called intersex people in the country to join the movement (Antivirus Magazine 2021),
but he remains the only intersex person to have come out publicly, and even though
Intersex Greece is intersex-led, there are no other members to date that have shared their
experiences publicly.??

Intersex Greece managed to achieve legal change the year after its official establish-
ment, and this is extremely rapid compared to the time that other organisations required in
Greece to achieve similar results. For instance, the Transgender Association was officially
established in 2010, and it achieved legal change seven years later, with the law on LGR
(See Section 3). This very rapid growth of the organisation could be explained by the size
of the global intersex movement compared to other LGBT movements.?* The global count
of intersex activists is relatively modest, but with the backing of ally organisations, intersex
groups are actively collaborating, supporting one another, and achieving their advocacy
objectives (Howe et al. 2017, p. 23).

3. Law 4491/2017: A “Missed Chance” for Intersex Rights?

The first attempt to legally ban IGM in Greece was in 2017. Before 2017, the only
country that had legally banned IGM was Malta, with the Gender Identity, Gender Expres-
sion and Sex Characteristics (GIGESC) Act.2® At the time, Malta had elected a Labour-led
government, which created an LGBT-friendly Ministry for Civil Liberties. Still, there were
no intersex-led organisations in the country, and this gap was filled by international inter-
sex activists. After the IGM ban in Malta, it was reported that governmental delegations,
including those from Greece, visited the country to inform changes to their own laws
(Howe et al. 2017, p. 9). Indeed, the Maltese law with a focus on the protection of gender
identity is referenced several times in reports by the Greek National Commission on Human
Rights in 2015%° and the documents published by the Hellenic Parliament together with
Law 4491/2017.%

In 2017, the coalition of the Radical Left (SYRIZA) and the Independent Hellenes
(ANEL) governed Greece (Mylonas 2018, p. 121). The economy remained fragile, meaning
that the Bill was passed in a period of political instability (UNHCR 2017). The Bill was
drafted by a committee consisting mainly of academics (Kaiafa-Kmpanti et al. 2017, pp. 1, 7),
and it appears that the only member of the civil society involved was the Transgender Asso-
ciation. However, according to its president, Marina Galanou, they did not have the chance
to be actively engaged throughout the process (Ibid, p. 7). On 3 April 2017, an event was
organised in Thessaloniki where academics, politicians, and activists who took part in the
law-making talked about the Bill that was already submitted to the Ministry of Justice on 18
November 2016. In their presentations, they mention intersex several times, and a member
of the committee, Professor Katerina Fountedaki, analysed Article 2, which provides the
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definition of “sex characteristics,” and Article 7 (See Appendix A), which bans IGM (Ibid.).
The term “sex characteristics” used in the text is a legal term that was introduced in 2015 by
the Maltese Act to offer protection to intersex people for the first time. Since then, the term
has been widely used in international and European documents to refer to intersex people
(For example, see Free & Equal UN 2017; The European Parliament 2019). Even though
Article 2 remained in the text that reached the Parliament, Article 7 disappeared when the
text was delivered from the Drafting Committee to the Ministry of Justice, Transparency
and Human Rights and never reached the Parliament.?

In June 2017, and before the Bill reached the Parliament, SYRIZA organised an event
during Pride Festival and the General Secretary of Transparency and Human Rights and
said that there would be a new Bill specifically on intersex children in collaboration with
the Ministry of Health (Left 2017). Later, in September 2017, Simeonidou went to the
Parliament, representing the organisation “Rainbow School” and presented the issues
that intersex children face and shared her story on sex-selective abortions. While at the
parliament, Kontonis, who was the Minister of Justice, Transparency and Human Rights,
told her that “this bill does not refer to intersex persons” (See Appendix A) and repeated
what the General Secretary had earlier said about a new Bill on intersex. It is clear that
the intentions of the Drafting Committee were to include the ban of IGM in the Bill, while
the intentions of the Ministry were to only limit this Bill to trans individuals; hence, Art. 7
was deleted before reaching the parliament. Unfortunately, Art. 2 on “sex characteristics”
was not deleted, and this sparked endless confusion and controversial discussions during
the voting process. In the Explanatory Memorandum of the Bill, “sex characteristics” is
used to refer to trans individuals and elaborate on the fact that the law protects the gender
identity of trans persons through their LGR and “sex characteristics” since they will not
have to go through a surgical operation to access LGR (Ibid.). In the same document, the
term “biological characteristics” is used in an effort to explain that the Bill applies to both
trans and intersex people, as both—whether they are trans or “middlesex”—experience
“gender dysphoria.”29 On the contrary, the Report for the Bill, which was prepared by the
Scientific Service of the Parliament, does not link the Bill to intersex people (Ibid.).

The confusion escalated during the discussions at the Parliament on 9-10 October
2017. Delis, Giokas and Pafilis from the Communist Party of Greece stated that transgender
persons experience a conflict between their “sex characteristics” and the gender with
which they identify (Ibid.). This is not in line with the definitions issued by human
rights institutions. For example, according to the definition of the Commissioner for
Human Rights, “transgender persons include persons who have a gender identity which
is different from the gender assigned to them at birth” (Commissioner for Human Rights
2011, p. 132). Karakostas, Michaloliakos, Koukoutsis from Golden Dawn referred to sex
characteristics to show that they are strictly biological and therefore gender cannot change
as it is predetermined during the foetal phase (See Appendix A). In that case, the term
“sex characteristics” was used by the far right to rationalise their opposition to the Bill,
claiming that they combat the destruction of the human race—a theory used widely by
the anti-LGBTI movements (See Strand et al. 2021). Kiriazidis of Nea Dimokratia said that
more experts are needed to verify whether an individual is eligible for LGR because the Bill,
as it stands, is confusing as it includes “sex characteristics” in Art. 2, which are biological.
However, the rest of the provisions stipulate that they can change according to the person’s
will (See Appendix A). Amidst this confusion, Kontonis clarified that the Bill was not about
intersex, and he referred to the developments regarding the protection of their rights at the
Council of Europe (CoE): “intersex people should also be given the opportunity to identify
themselves and not necessarily in the male-female binary, but that there should be a blank
or third entry, something that we must also take seriously into account in this bill and that
we will submit the relevant amendment”. (Ibid.). Kontonis was referring to Resolution
2191 (2017) (Parliamentary Assembly 2017), but Art. 7 was about the ban on surgeries
performed on intersex infants and not about the LGR of intersex. Later, Ourousidis from
SYRIZA referred to Simeonidou’s presentation and linked surgeries and abortions to LGR
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as doctors aim to either fit intersex people in the binary or terminate their lives before they
are born due to the absence of their LGR (Ibid.).

It is with no doubt that IGM could have been banned in Greece in 2017, but the
Ministry decided that it should be postponed in a political move that is not surprising. The
same occurred with civil unions, which used to be exclusionary against same-sex couples,
and Law 4356/2015 granted them access when the country was called to implement the
ECtHR’s decision in Vallianatos and Others v. Greece. Regarding trans rights, before
Law 4491/2017, the developments at the ECtHR with Goodwin v. UK and at the CoE
with Resolution 2048 (2015) (Parliamentary Assembly 2015) were referenced many times
in key events and documents.?’ Nevertheless, the exclusion of intersex people from the
Bill was profoundly problematic, revealing a glaring lack of education on intersex issues
among the vast majority of those involved in the entire legislative process. The term “sex
characteristics”, intended to safeguard the rights of intersex individuals, unfortunately,
had adverse effects on trans rights and led to the complete invisibility of intersex people.
In his first interview, Kandilis stated that Law 4491/2017 was a “missed chance” for
intersex rights.3] Indeed, the legal protection of the rights to bodily integrity and self-
determination for intersex infants and children has been established since 2017. However,
the effective implementation of Article 7 would likely have faced considerable challenges,
given the widespread misinformation about intersex issues and their frequent confusion
with transgender concerns.

4. Law 4958/2022, Articles 17 to 20: “A Law about Us with Us”32

From 2017 to 2022, three additional European countries legally prohibited IGM: Portu-
gal, Germany33 and Iceland.?* In Greece, in 2022, Nea Dimokratia was in power, having
secured a single-party majority in the 2019 elections (Freedom House 2022). The economy
was slowly recovering compared to the conditions in 2017 (Bank of Greece Monetary Policy
2023). On 17 March 2021, the prime minister decided to form a committee to draft the National
Strategy for Equality of LGBTQI+ (National Strategy for the Equality of LGBTQI+ 2021). This
development followed the European Union’s LGBTIQ Equality Strategy 20202025 (Euro-
pean Commission 2023). For the first time, the National Strategy incorporated an analysis
of intersex issues (National Strategy for the Equality of LGBTQI+ 2021, pp. 51-53), following
a comprehensive submission received by the Committee from Intersex Greece (Intersex
Greece 2021). This submission proved immensely valuable, marking the first instance
where intersex issues were distinctly separated from transgender ones. Finally, the term
“sex characteristics” was appropriately employed, and the approved term “intersex”—as
recognised by the Greek community—was consistently utilised throughout the text. More-
over, the submission established the primary priorities for the protection of intersex rights,
with the foremost priority being the prohibition of “normalising” surgeries on intersex
infants and children. Additional priorities encompassed advocating for the inclusion of the
protective term “sex characteristics” in all relevant legal documents for intersex people,®
ensuring access to their medical records and promoting inclusive and non-pathologising
healthcare services, especially for intersex infants and children. It also involved creating
mechanisms for psychosocial support for intersex individuals and their families, integrating
intersex issues into education and awareness-raising programs, establishing a secure school
environment for intersex individuals, and introducing integration programs for intersex
people in employment.

Shortly after the publication of the Strategy, Intersex Greece began working closely
with the Ministry of Health on the draft text of Law 4958/2022 (Intersex Greece 2022), and
this is the first main difference compared to the drafting of Law 4491/2017: an intersex-led
organisation was involved in the process, whereas previously only academics and a trans-
led organisation were engaged. The second substantial difference lies in the legislative
context. In 2017, Articles 2 and 7 were part of a Bill related to transgender rights crafted
by the Ministry of Justice. In contrast, in 2022, Articles 17 to 20 were incorporated into
a Bill focused on reforms in medically assisted reproduction,® prepared by the Ministry

56



Soc. Sci. 2024, 13,221

of Health. This indicated that the Bill was not directly linked to LGBT rights but rather
centred on sexual, reproductive, and women'’s rights.

Initially, Articles 17-20 were consolidated under Article 16 of the Bill, and they were
separated when the Explanatory Memorandum was released. This provision specifically
prohibits medical procedures and treatments, including surgical or hormonal interventions,
for the total or partial alteration of sex characteristics in intersex minors below the age
of 15.% The intersex minor could go through such procedures only after permission,
which is granted with the decision of the County Court, following the opinion of an
interdisciplinary committee. In situations where medical operations are conducted, leading
to a misalignment between the gender of the intersex person and the initially registered
gender, it is feasible to rectify the latter through a court decision.38 Physicians who fail
to adhere to the stipulations outlined in the provisions are subject to disciplinary and
administrative sanctions, a minimum imprisonment term of six months, fines, and, in any
case, are barred from practising medicine. The Ministry of Health published an Analysis of
the effects of the regulations of the Bill and stated that Art. 16 “protects the bodily integrity
of intersex persons and ensures the normal development of their gender and their right
to bodily self-determination.” (See Appendix B). The Memorandum contained exactly the
same information as the report on the analysis of the effects. The Report of the General
Accounting Office of the State, which was published on 8 July 2022, added another effect of
the Bill that was not highlighted in previous documents—it mentioned that Art. 20 on the
sanctions of doctors who perform IGM will possibly increase the public revenue (Ibid.).

The Bill was published for online public consultation from 20 June 2022 to 4 July
2022, and a total of 132 comments were received, of which only 5 concerned the provisions
on intersex.® All five comments focused mainly on the word “intersex” ({vtegoe&) and
proposed that the Greek word “diafylikos” (dtoxuALkdg) should be used because this is a
national text (Ibid.). The number of comments that this Bill received was significantly lower
than the Bill on LGR, which received 863 in total.4° During the time of the consultation,
Intersex Greece’s members gave interviews to mainstream media to educate the public
using scientific data and stories of families of intersex children (See Pikramenou and
Rinio 2022; Maxouri 2022). The Minister of Health had announced as early as May that,
following the introduction of the provision banning conversion therapies, the Ministry
would also incorporate a provision specifically addressing intersex issues (Iefimerida 2022).
It seems that the Ministry deliberately did not include the IGM ban in the Bill on conversion
therapies since this could create similar tensions to those in 2017.

On 13 July 2022, Intersex Greece’s members attended the hearing of Civil Society
Organisations (CSOs) at the Parliament. Simeonidou shared her story on sex-selective
abortions and stories from intersex survivors of IGM practices (Papaioannou 2022). On
19 July 2022, the Bill was voted on, and discussions were predominantly centred on
matters related to women’s rights. Notably, the new provisions allowed women aged
54 to access Assisted Reproductive Technologies (ART) and cryopreservation for social
reasons, generating considerable debate (See Appendix B). Agathopoulou from SYRIZA
and Arsenis from DiEM25 had several objections when it came to the safeguarding of
women’s rights and the commercialisation of ART. Nonetheless, regarding the provisions
of IGM, both officials stated that they would vote in favour. Agathopoulou also referred
to previous fruitless efforts saying that this was a “longstanding demand of the LGBTQI
community, as also articulated in a conclusion by a committee of the Ministry of Health
during the SYRIZA government.” (Ibid. See also Section 3). A pathologising approach
to intersex was adopted by Athanasiou from Greek Solution and Markou from SYRIZA,
who were both parliamentarians and physicians. Athanasiou said that, in the case of
intersex children, the doctor has to guide the parents during prenatal screening, confirming
implicitly the practice of sex-selective abortions. Markou considered the word “intersex”
inappropriate and blamed it on the fact that no endocrinologists were involved in the
process, and he suggested the use of the pathologising term “congenital malformations”.
(Ibid.). Apatzidi from DiEM25 raised questions regarding the age limit, the conduct of
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operations under medical necessity, and the requirement for court involvement. Lioupis
from Nea Dimokratia argued that the age limit was a positive element but did not justify it.
Euthumiou from Nea Dimokratia said that these provisions followed the prohibition of
conversion therapies, confirming the information mentioned above, namely that the IGM
ban was strategically included in this Bill. The Prime Minister and the Minister of Health
emphasised a “reliance on emotions” and centred their attention on Simeonidou’s speech,
expressing how deeply moved they were by the challenges faced by intersex children and
their families over the years (Ibid.). This was also a strategy followed by Intersex Greece, as
they always shared multiple personal stories along with scientific data to inform the public
and inspire empathy.

The provisions on the IGM ban passed almost unanimously, and they were among the
only ones that did not receive “NO”. Despite the success, it is doubted whether those who
voted had a sound understanding of intersex. After all, in the course of the vote, the words
“sex change” and “transgender” were sometimes used in an ambiguous manner,*! and
no in-depth information was given regarding the law.*> Art. 17 of Greek law 4958 /202243
stipulates that an intersex minor who is older than 15 years old may undergo medical
operations and treatments only with their free and informed consent. On the consent of
a minor, the provision refers to Law 3418/2005, which, according to sub-paragraph aa),
states, “If the patient is a minor, consent shall be given by those who exercise parental care
or guardianship. However, their opinion shall also be taken into account if, in the opinion
of the doctor, the minor has the age, mental and emotional maturity to understand their
state of health, the content of the medical act and the consequences or effects or risks of that
act”. If the intersex minor is under 15 years of age, medical procedures and treatments are
prohibited. However, if permission has been granted by the County Court, medical acts are
allowed. The permission is granted only for medical procedures and treatments that cannot
be postponed, provided that they will not cause future and irreversible complications to
the minor’s health. The County Court follows a non-contentious proceeding according
to which the court may, without the existence of a pre-existing dispute, grant judicial
protection for the purpose of safeguarding or protecting the interest of the intersex minor
and therefore, the permission granted by the court is not subject to appeal. The hearing is
held behind closed doors to protect the privacy of the intersex child. For permission to be
granted, the following are required: (a) an opinion of a multidisciplinary committee; (b) a
hearing of the representative of the interdisciplinary committee; and (c) a hearing of the
intersex minor by the judge. The permission is not required when the medical procedure or
treatment is necessary to prevent a risk to the life or health of the minor within the meaning
of Law 3418/2005: “3. In exceptional cases, consent is not required: (a) in urgent cases, in
which appropriate consent cannot be obtained and there is an immediate, absolute and
urgent need for medical care and (c) where the parents of a minor patient or the relatives
of a patient who cannot for any reason consent or other third parties who have the power
of consent for the patient refuse to give the necessary consent and there is a need for
immediate intervention in order to prevent a risk to the life or health of the patient”.

Based on Art. 18, the interdisciplinary committee consists of one doctor with experi-
ence in operations on intersex individuals or any interventions of “normalisation” of sex
characteristics, or as they are called in the medical community, “Disorders of Sex Devel-
opment (DSD)” or “Congenital Anomalies”. These medical terms are stigmatising and
often unjustifiably pathologise intersex bodies, but they were used in the text to clarify the
interventions to which the law refers and to avoid confusion with procedures carried out
on trans people following their informed consent. Furthermore, the committee consists of
one legal expert with expertise in bioethics, one psychologist with expertise in issues that
intersex people are experiencing, one social worker with expertise in issues that intersex
people are experiencing, and one representative of the intersex civil society with relevant
expertise in issues that intersex people are encountering. Art. 19 stipulates that in the case
that medical operations are performed and result in a discrepancy between the gender of
the intersex person and the already registered gender, there is the possibility of amending
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the registered gender by court decision. It is worth noting that, in Greece, there are two
genders on birth certificates and identity documents: “female” and “male”. Therefore,
intersex persons are not yet legally able to identify as they wish if their gender does not
comply with the female-male binary. In other countries in Europe, such as Germany and
Austria, and in the world, such as Australia, intersex people have the option to self-identify
outside the binary using “diverse”, “X”, or “other”. So far, in Greece, there are no similar
legal developments.

Lastly, Art. 20 states that “doctors who perform medical procedures or treatments to
minor intersex persons in violation of Article 17, in addition to the foreseen disciplinary and
administrative sanctions, are punished with a prison sentence of at least six (6) months and
a fine. The repeated performance of the act of the first paragraph constitutes an aggravating
circumstance. In any case and regardless of the amount of the imposed penalty, the guilty
is mandatorily punished with the additional penalty of Article 65 of the Criminal Code
(Law 4619/2019, A’ 95), on the prohibition to practice the profession”.

To grasp the Greek legal text, it is essential to realise that it is a combination of the
previous Art. 7, which never reached the Parliament in 2017 (See Appendix A), and
elements from the Maltese,** German,*® and Icelandic law.%¢ In detail, Art. 7 discusses
Maltese law, German law, and Icelandic law, which include multidisciplinary committees
that, under different circumstances, assess the situation of the intersex minor. Maltese
law punishes physicians who perform IGM; German law requires approval by the family
court regarding some interventions; Art. 7 and Icelandic law set age limits; and Art. 7
outlined a procedure for the correction of the registered gender of an intersex child who
had undergone surgery.

In general, Greek law exhibits two primary strengths. First, it clarifies the terminology
by explicitly using the terms “intersex” and “sex characteristics,” thereby addressing
previous confusion. Second, the legislation strengthens protection by criminalising all
practices of Intersex Genital Mutilation (IGM) through sanctions imposed on physicians.
The main negative points of the law include the age limit, the presence of a committee,
and the court procedure. First, the age limit was never justified in the parliament, even
though the question was posed during the vote. The previous Art. 7, which was removed
from the LGR Bill in 2017, did not specify an age limit. Moreover, the current law mentions
Law 3418/2005 and sub-paragraph aa, which does not indicate a specific age limit either
but mentions the doctor as the person responsible for judging whether the minor has
the required “age, mental and emotional maturity”. Such provision could be proved
problematic and therefore it should be crucial to ensure that the minor intersex person
over 15 years of age can give informed consent only if (a) the information provided to the
minor is based on up-to-date medical information on the risks, medium- and long-term
consequences, the availability of alternative medical options, and non-medical information
on the living conditions of persons with natural variations of sex characteristics; (b) the
minor should be provided with individualised psychological or psychosocial counselling
and peer counselling, as it is important that an independent professional with experience
in intersex issues (e.g., a psychologist) is involved in the process, in addition to the doctor
in charge of the planned intervention or treatment, to assess the minor’s ability to consent.
As of now, it appears that there is no consensus on those age limits since, for instance,
Icelandic law establishes a different limit of 16 years of age. This implies that, in the
absence of a consensus, the effectiveness of such age limits will become apparent during
the implementation process. Secondly, the presence of a committee might prove complex
since, in many cases, a significant portion of its members belong to the medical community.
This composition raises concerns about the potential pathologising character of decisions
made by the committee. Nonetheless, this is the first law where the committee also includes
a representative of intersex civil society. Third, the court procedure, even though it is non-
contentious, might also prove problematic due to the lack of training of judges on LGBTI
issues in the country; the first—and so far the only—seminar for judges on intersex was
held in 2022 (Pikramenou 2022a). OII Europe has highlighted some additional omissions in
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the law, which encompass ensuring that mature individuals have access to all necessary
comprehensive information for fully informed consent; involving an independent third
party to assess a minor’s capacity to provide informed consent; recognising the right to
psychological and psychosocial support; acknowledging past harm (albeit partially during
the voting process*”); providing for low-threshold means of reparation; and establishing a
monitoring mechanism to assess the implementation of the law (OII Europe 2022).48

5. Conclusions

In 2010, Greenberg said that feminists can benefit from the intersex movement and
the broader LGBT movement through the examination of their strategies and alliances
(Greenberg et al. 2010, p. 14). In the context of Greece, the intersex movement is inherently
feminist. Its origins trace back to the organisation of intersex women, families of intersex
girls, and a group of mothers of intersex children. This collective effort laid the groundwork
for the formal establishment of the organisation Intersex Greece. Additionally, at the very
core of the organisation’s demands, there is not only the ban on IGM but also the ban on
sex-selective abortions of intersex foetuses, which prevail in Greece, as the parliamentarians
implicitly confirmed during the voting process. Even though the organisation has raised
the issue multiple times, the global intersex movement and jurisdictions still seem hesitant
to set it as a priority.

The case of Greece highlights that the legal prohibition of Intersex Genital Mutilation
(IGM) materialised only when an intersex-led organisation actively participated in the pro-
cess. The primary obstacle to earlier efforts to ban IGM stemmed from a lack of education
on intersex issues. At the time, those involved in the process, including LGBT CSOs, lacked
a comprehensive understanding of intersex issues. In the absence of an intersex-led organi-
sation, awareness-raising initiatives on intersex were non-existent. Furthermore, terms like
“sex characteristics” were misused to advance anti-LGBT ideologies and pathologise both
trans and intersex individuals. Later, in 2022, the results of the involvement of Intersex
Greece in the process became evident as human-rights-based terminology was used, and
the law itself included unique elements, such as the participation of a member of the
intersex CSO in the interdisciplinary committee. Moreover, the inclusion of provisions on
intersex in the law was facilitated by a less tumultuous political and economic environment
compared to 2017. Distancing intersex issues from LGBT concerns, as demonstrated by
the challenges faced during the Law on Legal Gender Recognition (LGR), proved to be a
strategic move. Moreover, the intersex movement employed the media strategically, not
only to inform the public but also to foster empathy, ultimately seeking to overturn the
negative image associated with intersex in previous years.

While Greek law is not without its flaws, it does boast some robust elements, making
it one of the notable examples among the limited number of laws in existence. The contin-
uous efforts of the intersex movement since the 1990s to ban Intersex Genital Mutilation
(IGM) have encountered challenges. Many jurisdictions remain hesitant to challenge the
female-male binary, and when they do, it is often approached experimentally, given the
lack of consensus on how to effectively ban IGM while safeguarding the rights of intersex
individuals. Presently, there is a lack of official governmental data on the implementation
of IGM laws due to the absence of monitoring mechanisms. The only available—albeit
unofficial—data pertain to Malta and indicate that the law is not fully implemented (See
StopIGM 2019; Garland and Travis 2022). Intersex Greece has already expressed its con-
cerns regarding the implementation of the law, citing the very low levels of awareness
on intersex issues and the absence of a monitoring mechanism as significant concerns
(Intersex Greece 2023). Indeed, the effectiveness of Greek law may hinge on the actions
taken in the coming years. Still, the Greek case has already left a valuable legacy, exempli-
fied by intersex activists who have transitioned into law-makers, actively participating in
legislative processes aimed at safeguarding their own rights.
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Appendix A
1. LGRBill as of 18.11.2016

Article 2. Definitions.

2. Sex characteristics are the chromosomal, genetic and anatomical characteristics of the
individual, which include primary characteristics, such as reproductive organs, and
secondary characteristics, such as muscle mass, breast development or hair growth.

Article 7. Minors.

1. Any medical treatment, such as surgical or hormonal treatment, for the total or
partial change of the sex characteristics of a minor is prohibited, unless it is in the
best interests of the minor’s health, in which case it is carried out with the consent
of their parents or commissioner or without consent if the conditions set out in
Article 12 para. 3a and c of Law 3481/2005 apply. In this case, prior approval of a
Special Interdisciplinary Committee consisting of a paediatric endocrinologist, a
geneticist, a paediatric surgeon, a paediatric urologist or paediatric gynaecologist, a
paediatric psychiatrist or paediatric psychologist, a social worker and a paediatrician
is required for the performance of the medical operations concerned. The manner
in which this Committee is to be set up and its operation shall be determined by
a decision of the Minister of Health, which shall be published in the Government
Gazette. The same medical operations on a minor who has reached the age of 12
shall require the minor’s personal consent.

2. In the case of the performance of the medical operations referred to in par. 1, which
results in a discrepancy with the registered gender of the minor, the correction of
their registered gender shall be decided by the court, if requested by their parents
or their commissioner or the public prosecutor or even ex officio. The court shall
adjudicate in accordance with the procedure of voluntary jurisdiction in accordance
with Article 782 of the Code of Civil Procedure. The court, depending on the
maturity of the minor, must also hear the minor’s own opinion as well as the opinion
of their parents and decide in the best interests of the minor. The application shall
state the new gender, the name chosen and the adjusted surname in relation to it. The
application shall be accompanied with copies of the birth and naming certificates
of the minor, as well as a copy of the approval of the Special Interdisciplinary
Committee referred to in paragraph 1.

2. LGR Bill as it reached the Parliament and then passed into Law 4491/2017
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Article 2. Definitions.

Same.

Article 7. Other provisions.

1. In the first subparagraph of par. 1: “In particular in the case of gender correction, a
court decision is sufficient if it is final.”

2. In paragraph. 1 of Article 1 and in paragraphs 1 and 1. 1 of Article 2 of Law 927/1929
(A’139), after the words ‘gender identity card’, the words ‘gender characteristics
shall be added.

3. Explanatory Memorandum of the Bill “Legal recognition of gender identity—National

Mechanism for the Development, Monitoring and Evaluation of Action Plans for the Rights

of the Child”

’

Article 1 of the bill contains two general declarations. The first relates to the possibility
of trans persons to correct their registered gender and the second to their actual status,
as determined by their sex characteristics. It is thus established in the first paragraph
that a person has the right to recognition of their gender identity as an element of his or
her personality, and in the second paragraph that a person has the right to respect for
their personality on the basis of their sex characteristics. (...) In particular, the regard
for sex characteristics is underscored by the combined effect of Articles 2 and 3 of the
Bill, i.e., the assumption that medical interventions for the total or partial change of sex
characteristics must be freely chosen by the person concerned and do not constitute a
compulsory condition for the person to proceed to legal gender correction.

Article 2 provides definitions of gender identity and sex characteristics. Gender
identity is defined in the first paragraph as the internal and personal way in which a person
experiences their own gender, irrespective of the gender assigned at birth on the basis of
biological characteristics. This way may be in complete contradiction with the person’s
biological characteristics and the associated assigned sex, but it may also be in partial
contradiction if there are mixed biological characteristics, i.e., characteristics that do not fall
within the standard definitions of male and female, in which case it would be an “intersex’
person (in the obsolete and inappropriate terminology of ‘hermaphrodite’). In other words,
the reference in the bill to ‘biological characteristics” in general means that the bill applies
to—and recognition of gender identity can be requested by—all persons who feel ‘gender
dysphoria’, whether they are transgender or middlesex.

3. Parliament—Minutes of proceedings

Wednesday 27 September 2017

Stavros Kontonis (Minister of Justice, Transparency and Human Rights): But this bill is not
about intersex people.

Irene Simeonidou (Member of the “Rainbow School” group): Yes, but it is about the
recognition of gender identity. Intersex people usually have different gender identities, so
they are the first in line to use it.

Stavros Kontonis: This will be dealt in a bill that will be submitted jointly by the Ministry
of Justice and the Ministry of Health.

(..

Monday 9 October 2017

Page 325

Evagelos Karakostas (Golden dawn): (...) The Emeritus Professor of Neurology of the
Aristotle University of Thessaloniki stressed that the characteristics of the sex of a person are
predetermined, apart from the genome, in the brain, that there are indeed many differences
between the two sexes, but the most important difference, which begins from intrauterine
life, from the moment of organogenesis of the brain in the fourth foetal month, is in the
so-called “amygdaloid nucleus.” In conclusion it was said that from birth to death these
differences remain unchanged and unaltered. (...)

pp- 328-29
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Ioannis Delis (Communist Party of Greece): (...) If the government wanted to address
existing issues that transgender people and middlesex children are facing, then it would
adopt the scientifically documented and deeply humane position of the Communist Party
of Greece for their full protection and for the effective safeguarding of their rights.

What is this position? The Communist Party of Greece recognises the right of a transgender
person to change their gender on legal documents. That is, it recognises it for those cases
in which, for biological, social or other reasons, a person experiences an intense internal
conflict between the characteristics of their sex and the gender to which they feel they
belong to. (...) These are theories that distract in an absolute and unscientific way from
the biological characteristics of sex, which are, of course, objectively determined by the
individual’s perception of their gender.

Page 333

Stavros Kontonis (Minister of Justice, Transparency and Human Rights): By the way, this
week is the Parliamentary Assembly of the Council of Europe. Normally I should be there
now, as should the rapporteur of SYRIZA too, but I stayed in Athens for this particular
bill. In fact, on Thursday, the Council of Europe is discussing—and it looks like it will be
voted through, since it was passed unanimously by the Committee—the resolution on the
elimination of discrimination against intersex people, (in Greek—diafylika) or middlesex
people, that is, people born with sexual characteristics that are not exclusively male or
female.

It is proposed, on the basis of the resolution, that intersex people should also be given the
opportunity to identify themselves and not necessarily in the male-female binary, but that
there should be a blank or third entry, something that we must also take seriously into
account in this bill and that we will submit the relevant amendment.

Page 349

Dimitrios Kiriazidis (Nea Dimokratia): While you are telling us that a person has the right
to respect for their personality on the basis of their sex characteristics, which, of course,
according to common experience and logic, are purely biological and relate to the person’s
physical condition, as you mention in paragraph 2 of Article 2, you then come along and
tell us that these characteristics change according to the person’s will. But is this a question
of will or of reality? (...)

Page 356

Nikolaos Michaloliakos (Golden Dawn): (.. .) It is characteristic of what the bill says that
gender identity means the internal and personal way in which a person experiences their
own gender regardless of the gender from which they were registered after birth based on
their biological characteristics. Then, biological characteristics do not matter at all.

Page 383

Georgios Oursouzidis (SYRIZA): The representative of the group “Rainbow School,” a
parent, said (. ..) In particular, middlesex infants, when their sex image does not fall within
the typical image of male-female, the typical external anatomy, their gender is arbitrarily
registered. Often this is accompanied by cosmetic and irreversible surgical procedures (.. .)
In many cases, in fact, if prenatal testing has been done, parents are advised to terminate
the healthy middlesex embryo because there is no provision for the existence of a human
being outside the male-female dipole, and as a result healthy middlesex embryos are not
even given the right to life.

Page 385

Ioannis Giokas (Communist Party of Greece):For a number of reasons, biological, social or
otherwise, (the person is) experiencing an intense conflict between sex characteristics and
the gender to which they feel they belong, it is required to be based on certain objective
criteria (. ..) and not on a simple application without any social support and protection.

Tuesday 10 October 2017
Page 410
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Dimitrios Koukoutsis (Golden Dawn): (...) But—mo matter how much you may wish
it—biological characteristics cannot be changed. Is it ever possible to give variation and
fluidity to the human sex?

Page 414

Athanasios Pafilis (Communist Party of Greece): (...) The Communist Party of Greece
recognises the right to change gender in legal documents in cases where the individual
experiences a strong conflict between the characteristics of their sex and the gender to
which they feel they belong for biological, social, and other reasons.

Appendix B

1. Analysis of the Effects of the Regulation, Title of the Regulation under Assessment:
Bill of the Ministry of Health entitled “Reforms in medically assisted reproduction”

Article 16: Intersex persons are persons born with sex characteristics that do not fit the
medical or social norms of female or male bodies. These variations may occur in primary
sex characteristics (such as internal and external genitalia and chromosomal and hormonal
structure) and/or secondary sex characteristics (such as muscle mass, hair distribution and
stature). The regulation protects the bodily integrity of intersex persons and ensures the
normal development of their gender and their right to bodily self-determination. (.. .)

2. Report of the General Accounting Office of the State (Art. 75 par. 1 of the Constitution)

V. On the state budget

Possible increase in revenue from the collection of fines and the conversion of prison
sentences into financial penalties in cases of violation of relevant regulations, for the
protection of the individual rights of intersex persons. (Article 20).

3. Parliament—Minutes of proceedings

Eirini—Eleni Agathopoulou (SYRIZA): So, women from fifty-two to fifty-four years old
have to something lose. Which women and how many are they? It would be good if you
could tell us.

Foteini Arampatzi (Nea Dimokratia): Even if there is just one, why do you mind?
President (Nikitas Kaklamanis): What are we doing now?

Eirini—Eleni Agathopoulou (Nea Dimokratia): Mr President, I see a disturbance that is not
justified.

(..

Finally, with regard to Articles 17-20 on the change of sex characteristics of intersex minors,
(...) The regulation is a longstanding demand of the LGBTQI community, as also articulated
in a conclusion by a committee of the Ministry of Health during the SYRIZA government
and the Transgender Association on the access of LGBTQI people to the health system. The
regulation is also welcomed by the non-governmental organisation “Intersex Greece.”
Our sole objection in this regard is the potential bypassing of the procedure outlined in
the Bill if the situation is deemed urgent, without specifying any procedure or safeguard
to assess whether a case genuinely qualifies as urgent. Thus, while the Bill correctly
provides for a decision by a magistrates’” court, following a recommendation by a special
multidisciplinary committee, to operate on a minor under the age of fifteen, the procedure
is bypassed if the medical operation or treatment is necessary to prevent danger to the life
or health of the minor, without providing otherwise.

Georgios Lamproulis (Communist Party of Greece): The provisions of the proposed bill do
not ensure free, all-round, all-systemic, social support for intersex people (.. .) Specifically,
interdisciplinary support should be based on the cooperation of paediatricians, endocrinol-
ogists, urologists, surgeons, general pathologists, paedopsychiatrists, psychologists and
social workers with appropriate specialisation.

(...) Corresponding scientific, social support, of course, is needed throughout the life course
of an intersex person, even after adulthood. The opinion of the scientific committee is
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therefore necessary even after the age of fifteen, in order to ensure the safeguard of the
protection of the rights of children. Of course, here too, the Ministry, the Minister, did not
present the corresponding scientific data.

Maria Athanasiou (Greek Solution): With regard to intersex children in the third part of the
Bill, articles 17-20, we refer to the fact that intersex children with down syndrome, turner
syndrome, etc., are born this way because of a mistake in the reduction process. None of
the parents are to blame, it happened. However, the doctor has to guide in the framework
of prenatal screening. After all, this is the purpose of the check-up. In any case, intersex
children are born sterile and do not become sterile after the operation, because we also
heard this in the committee. (...)

Maria Apatzidi (DiEM25): (...) The articles for us are moving to a positive direction, of
course according to the collective Intersex Greece that participated in the consultation of
the bill. (...) How can the requirement of a court order for medical procedures for intersex
children under fifteen but not from fifteen to seventeen be justified? (...) Furthermore, how
can a distinction be justified between, on the one hand, medical operations relating to the
sex of intersex children and, on the other hand, other operations which are considered
necessary for the survival of the individual or to ensure their mental and physical health?
For example, routine surgeries, transplants, and so on. (...) Why is court intervention
required in order to correct the registered gender of the intersex child?

Athanasios Lioupis (Nea Dimokratia): An age distinction is made. It is recognised that
those persons who wish to do so and are older than fifteen years of age, provided that
parental consent is given, are allowed to undergo medical procedures and treatments (.. .)
An attempt is therefore made to respect the wishes of intersex minors and, concurrently, to
improve their social and economic situation. The representative of the Association Intersex
Greece said that she was delighted with the new regulations. (...)

Konstantinos Markou (SYRIZA): (...) And I think it is inappropriate for a bill, in a Gov-
ernment Gazette, to say “intersex.” It is wrong. So you can—I inform you and as an
endocrinologist (. ..) And as a specialist, well, I say that you can adopt the term “congenital
malformations,” which describes exactly the group you want to support. Of course, you do
not have endocrinologists in the committee, which goes without saying (. ..). I will end by
saying that you had the opportunity with this bill to improve a little bit the tragic situations
of transgender people who have sex change operations, mastectomies, hysterectomies.
They are not covered. (.. .)

Kriton-Ilias Arsenis (DiEM25): DiEM25 will stand against this unprecedented abuse of
society. We vote against this bill. We will vote in favour of any positive amendments
for intersex people and HIV-positive people, but we will never participate in this mill of
favours that you have set.

Anna Euthimiou (Nea Dimokratia): I believe that today is a historic moment for all intersex
children in Greece with these provisions (...) They follow the provisions of the prohibition
of conversion therapies, which you, Minister, and I was the rapporteur on the Personal
Doctor Bill, introduced.

Kiriakos Mitsotakis (Prime Minister): (...) Mr. Minister, I listened carefully, and I am not
hiding my emotion, to what the representatives of intersex people testified in the committee
of the Parliament, and I learned a lot that I did not know about what happens on the fringes
of Greek families, without most of the time being widely known. I was sincerely sorry for
the mistakes of the past that led to dramas because we lacked knowledge and courage, and
I realised how important the initiatives we are taking today are for these fellow citizens (.. .)

Yianis Varoufakis (DiEM25): Yes, we have to agree and congratulate you, Minister, on the
sex change regulations for the LGBTI community, for intersex people.

Athanasios Plevris (Minister of Health): (...) I honestly felt embarrassed when I heard
the stories of these people and I think everyone on the committee was moved when we
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heard the representative of their organisation. (...) A concern was raised by the special
rapporteur for DIEM25 because there is always this, there is always this in all the processes
of medical operations on a minor, that there may be a moment when the doctor has to do
something quickly. It is an emergency situation that exists and is foreseen everywhere.
For these scenarios, we have established a more stringent framework compared to the
framework governing other medical procedures you mentioned. That is, if the child
requires participation in a clinical drug trial, a transplant, or a life-saving surgery. This
framework is precisely more stringent because we consider that these are interventions that
are not linked at that moment to the person’s life and the risk but are linked to a decision
that will accompany them for the rest of their lives. So we consider it to be a weighted
provision which was of course also supported by the Intersex Greece community.

Konstantina (Nantia) Giannakopoulou (PASOK): I will conclude with the very important
article, which has to do with the provisions concerning intersex minors, where for the first
time they are given the opportunity to undergo medical operations and sex change when
they reach the age of fifteen only with their free consent, after informing themselves or
persons exercising parental guardianship.

Notes

(Free & Equal UN 2017), What does “intersex” mean?

Ibid. It is essential to note that this information serves to provide the reader with a general understanding of intersex statistics;
however, from a non-discrimination and human rights perspective, numbers do not really matter when explaining who intersex
people are. See also (Pikramenou 2019).

In this article, the term Intersex Genital Mutilation (IGM) is preferred as it is also used by the organisation Intersex Greece on
their official website—see https:/ /intersexgreece.org.gr/intersex-101/. accessed 22 March 2023. It should be noted that there is
research criticising this term; for instance, Rubin, in the article (Rubin 2015), shows how the language of IGM is based on an
analogy with Female Genital Mutilation (FGM) that could potentially have imperialistic implications.

See, for example, Monro et al. (2021), where a variety of novel insights on intersex is offered. However, data originate mostly
from regions in Europe, such as Western and Northern Europe.

See OII Europe, About OII Europe, https://www.oiieurope.org/about/, accessed on 22 March 2023.

A comprehensive list of intersex groups can be found here: (InterAct 2022), last updated on 7 November 2022.

Intersex Flower Greece (2009). The pronoun “they” will be used when referring to Intersex Flower in the text as their preferred
pronoun is not mentioned in the blog.

In July 2023, the ECtHR found a violation of Art. 14 together with Art. 8 for discrimination on grounds of sex and sex
characteristics: (Judgment 2023).

The internet has consistently played a pivotal role in intersex activism, inspiring numerous activists to openly express their
identity and advocate for their rights. For example, Irene Kuzemko has stated that thanks to the online public intersex figures,
she realised that her story was not unique (Kuzemko 2023).

Intersex Greece (2021). See also Section 32, The Establishment of Intersex Greece (2021-2022).

In the (Malta Declaration 2013), intersex activists stated explicitly “to put an end to preimplantation genetic diagnosis, prenatal
screening and treatment, and selective abortion of intersex foetuses”.

See the keynote lecture by (Cabral Grinspan 2020, p. 2).

In 2023, Simeonidou shared her story at the Council of Europe at the Conference Advancing the Human Rights of Intersex
People (2023).

For an extensive list, see (Ghattas 2019), Appendix https:/ /www.ilga-europe.org/files /uploads /2022 /04 / Protecting_intersex_
in_Europe_Appendix.pdf., accessed on 23 March 2023.

The most comprehensive quantitative study to date seems to be the “World Atlas of Birth Defects” by the World Health
Organization (WHO), which was referenced in 2014 by StopIGM.org. in the online article “Selective Intersex Abortions: XXY 74%,
Indeterminate Sex 47%, Hypospadias 2%”. Such terminations appear to be higher when the foetus is XXY and of indeterminate
sex, compared to hypospadias (StopIGM.org 2014).

For the developments in Europe, see (Bucholc 2022), and for the developments in the United States, see (Coen-Sanchez et al.
2022). Also see (Bucholc forthcoming).

For example, a parent from Iceland shared for the publication #MylntersexStory: “I as a parent made choices that should not
have been mine to make and most definitely not the doctors to make, I firmly believe that the intersex individual should be
the only one allowed to make choices regarding their own body, there must be an end to unnecessary medical treatment and
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surgery of intersex individuals without their consent. We as parents should not have the right to give this consent” OII Europe,
#MyIntersexStory, p. 59, 2019 https:/ / oiieurope.org/wp-content/uploads/2019/11/testimonial_broch_21-21cm_for_web.pdf,
accessed on 5 April 2023. See also (Audr XY 2019).

Intersex Greece, About us, https:/ /intersexgreece.org.gr/en/about-us/#ld-1618924549019-e7e5159b-e5d8, accessed on 6 April 2023.
“With the decision no. 477/2021 of the Athens County Court, the statute of the association with the name” Intersex Greece-Greek
community of Intersex” was approved” from Intersex Greece’s Facebook page, https://www.facebook.com/IntersexGr/photos/
a.108099634748969 /255653043326960/, accessed on 20 April 2023.

Intersex Greece, 1st Public Event for Intersex Human Rights in Greece—"Intersex Rights and Claims in Greece”, https://
intersexgreece.org.gr/en/2021/06/09/1st-public-event-for-intersex-human-rights-in-greece-intersex-rights-and-claims-in-greece/,
accessed on 10 April 2023.

See, for example, on the Facebook page of the organisation “EAAnvik7j Kotvémra {vrepoeé—Intersex Greece”: Event discussion
on the topic “You are born intersex, you do not become one” in the city of Xanthi on 4 February 2022 at 19:00 at Filoistron Café,
https:/ /www.facebook.com/IntersexGr/photos/a.108099634748969 / 281958234029774/, accessed on 20 April 2023. Presentation
of the outcomes of the research “Hate Speech against intersex people in Greece”, Public Market of Kipseli, Athens on 15 September
2022 at 17:00, https:/ /www.facebook.com/events/625178702648699 / ?ref=newsfeed, accessed on 20 April 2023.

The same issue has been highlighted by other organisations in neighbouring countries; see (XY Spectrum 2018, 0'50”).

The Transgender Association’s homepage (in Greek), https:/ /tgender.gr/ accessed on 24 April 2023.

For LGBT movements and legal change, see (Barclay et al. 2009).

For more information on the GIGESC Act, see Ministry for Social Dialogue, Consumer Affairs and Civil Liberties, GIGESC Act,
https:/ /meae.gov.mt/en/public_consultations/msdc/pages/consultations/gigesc.aspx., accessed on 25 April 2023.

See (National Commission on Human Rights 2015). It has to be noted that the terminology used in this report is not accurate as it
uses “middlesex” (1eco@UALKO) to describe intersex and “diaphyliko” (dtx@UALk6) to describe trans persons, even though it is
the Greek term for intersex.

See Explanatory Memorandum of the Bill “Legal recognition of gender identity—National Mechanism for the Development,
Monitoring and Evaluation of Action Plans for the Rights of the Child, https://www.hellenicparliament.gr/, accessed on 24
April 2023.

See (Pikramenou 2019, sct. 4.3.3.). “Greece”, 2019.

Ibid. Note that both the terms “gender dysphoria” and “middlesex” are non-human-rights-based terms that stigmatise and
pathologise the trans and intersex communities.

See, for example, (Kaiafa-Kmpanti et al. 2017) and the Report for the Bill prepared by the Scientific Service of the Parliament, 2017
(both in Greek).

See Section 2 above on the establishment of Intersex Greece.

The title is inspired by Intersex Greece’s slogan “Nothing about us, Without us”.

For a comprehensive overview of intersex laws in Europe until 2019, see (Pikramenou 2019), Chapter 4: Intersex in Europe. For a
more recent overview, see (Mestre 2022).

For an analysis of the Icelandic law, see (Alaattinoglu 2022).

Until now, “sex characteristics” have been included in some legal documents, such as Law No. 4443/2016, since one of the
grounds for Tne protection against discrimination in the field of employment. Law 927/1979 was amended with Par. 2 of Article
7 of Law 4491/2017 and added “sex characteristics” to public incitement to violence or hatred. Law No. 4619/2019 amended
the Penal Code and Article 82A on crimes with racist characteristics and added “sex characteristics” to the list of aggravating
circumstances. Law 5029/2023 “We live together in harmony—Breaking the silence”: regulations for the prevention and treatment
of violence and bullying in schools and other provisions included sex characteristics in the actions of the Ministry of Education
on bullying and discrimination in schools (Intersex Greece 2023, pp. 15-16).

Bill of the Ministry of Health “Reforms in medically assisted reproduction” (in Greek) https:/ /www.hellenicparliament.gr/en/,
accessed on 24 April 2023.

The provisions of the Bill, which were afterwards passed into Law, are available here in English: (Pikramenou 2022b).

Ibid. Note that, in Greece, there are two genders on birth certificates and identity documents: “female” and “male”. Therefore,
intersex persons are not yet legally able to identify as they wish if their gender does not comply with the female-male binary.
The comments are available (in Greek) in WordPress, www.opengov.gr. Accessed on 24 April 2023.

The comments are available (in Greek) at http:/ /www.opengov.gr/ministryofjustice/?p=8074. Accessed on 24 April 2023

See Ibid, Varoufakis and Markou.

See Ibid., Plevris.

See the official website of Intersex Greece: (Pikramenou 2022b).

Ministry for Social Dialogue, Consumer Affairs and Civil Liberties, Gender Identity, Gender Expression and Sex Characteristics
Act and OII Europe, Press Release: OII Europe applauds Malta’s Gender Identity, Gender Expression and Sex Characteristics
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Act, 2015, https:/ /www.oiieurope.org/ press-release-oii-europe-applauds-maltas-gender-identity-gender-expression-and-sex-
characteristics-act/, accessed on 10 May 2023.

4 Deutscher Bundestag, Drucksache 19/27929 (in German) and OII Europe, A good first step: Germany adopts law banning IGM.
But there is still room for improvement, 2021, https:/ /www.oiieurope.org/a-good-first-step-germany-adopts-law-banning-igm/,
accessed on 10 May 2023.

46 Act on Gender Autonomy No 80/2019 as amended by Act No. 159/2019, No. 152/2020 and No. 154/2020.

4 See Appendix B, Plevris and Mitsotakis.

48 OII Europe, Good practice map 2022 and the 14 IGM ban indicators published by OII Europe in 2023.
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Abstract: In 2015, Malta introduced ground-breaking legal reform designed to protect the bodily
integrity of intersex infants in Malta. Drawing on semi-structured interviews with healthcare profes-
sionals, lawyers, policy-makers and advocates, this article considers the extent to which this reform
has improved the cultural visibility and recognition of intersex people in Malta. Engaging with
literature on epistemic injustice, this article provides new evidence for a cultural silence around
intersex bodies that operates not only at a level of public knowledge but also at the individual
and institutional levels. Our findings relate to three categories of visibility: political, cultural and
medical. While the political visibility of intersex was an important factor in the introduction and
shape of law reform in Malta, our respondents felt that the legislation had had very little effect on
public understandings and familiarity with intersex issues. Moreover, respondents felt that many
intersex people would be unlikely to know that they were intersex due to the limited conceptual and
critical resources available to them: issues such as stigma and shame further encourage the epistemic
silencing of intersex issues. The lack of cultural and medical visibility has significantly limited both
the intended and hoped-for effect of the legislation. The article considers the broader implications
of these results beyond Malta for those seeking to use the law to improve the lived experiences of
intersex people.

Keywords: intersex; variations of sex characteristics; DSD; epistemic injustice; Malta; law; cultural visibility

1. Introduction

In 2015, Malta introduced ground-breaking legal reform through its Gender Identity,
Gender Expression and Sex Characteristics Act 2015 (GIGESCA) which was designed
to protect the bodily integrity of intersex infants. In doing so, Malta became the first
jurisdiction to introduce a legislative framework that ostensibly challenged medical practice
by prohibiting unnecessary medical interventions on children without their consent. This
article arises from the first small-scale qualitative study with policy-makers and healthcare
professionals! to provide evidence uncovering the effect of this legislation on intersex rights.
One of the hoped-for consequences of GIGESCA was not only to directly change medical
practice, but to help bring about wider cultural visibility and recognition of intersex people
in Malta (Garland and Travis 2018) and, in doing so, reduce stigma and experiences of
epistemic injustice. This article examines the extent to which this legislation has brought
about such change in Malta. Such examination is integral for a broader understanding
of the efficacy of legal reform, as Malta’s experience demonstrates how state failure to
recognise and redress epistemic injustice through other mechanisms can render legislative
reform ineffective.

Accordingly, we engage with literature on epistemic injustice (Fricker 2007, 2017;
Merrick 2019; Carpenter 2018, 2023; Carpenter and Jordens 2022; Zieminska 2020; Griffiths
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2023) reflecting on the interaction between law, cultural invisibility and epistemic injustice.
In this sense, we evaluate GIGESCA’s ability to address two key forms of intersex epistemic
injustice: testimonial injustice, where intersex voices are discredited as a result of their
lived experience (Carpenter 2018); and hermeneutical injustice, where intersex people are
“unable to make sense of their experience due to prevailing social norms.” (Carpenter
2018, p. 459; Zieminska 2020, p. 54). Invisibility arises from (and also contributes to)
a lack of shared social resources for intersex or endosex people? to understand intersex
lived experience. The result is further marginalisation which “perpetuates the lack of
resources needed to understand those experiences” (Goldberg 2020, p. 37). We ask, how far
has law reform in Malta been able to remedy such injustice and what can we learn from
this experience?

Chiefly, although there has been some political recognition of intersex by policy-makers
and through legislation, this article provides new evidence that a cultural silence remains
around intersex bodies despite legislative reform. While GIGESCA attempts to redress
testimonial injustice, there is nothing in GIGESCA or surrounding policy discussions and
initiatives that specifically addresses hermeneutical injustice and may even contribute to it.
Consequently, gains in political visibility have not been made elsewhere. Our respondents
felt that the legislation had very little effect on cultural understandings and familiarity
with intersex issues. Problems such as stigma and shame as well as conflation with trans
concerns further encourage the epistemic silencing of intersex issues. Moreover, medical
professionals continue to be limited by epistemic injustice and the difficulties that presents
for intersex people and their parents who are navigating healthcare spaces. A hermeneutic
justice gap thus remains which fundamentally hinders the efficacy of law reform in Malta,
with evidence showing that people may not even realise that the rights available through
GIGESCA apply to them. Unless the cycle of cultural invisibility is broken, legal reform
may be rendered ineffective. While the law’s ability to challenge epistemic injustice in
Malta may be attributable to Malta’s distinct cultural, political and medical context, there
are some more general lessons to be learned from Malta’s experience. Notably, states who
wish to improve intersex lived experience must combine top-down initiatives such as
introducing legislation with alternative mechanisms of regulation and education.

The article now outlines GIGESCA before turning to an overview of epistemic injustice
specific to intersex people. We then set out the methodology used for our empirical project
before setting out our findings relating to three categories of visibility: political visibility,
cultural visibility and medical visibility. We then finally consider how to improve intersex
visibility within and outside of Malta and ways in which we might overcome hermeneutical
injustice in this arena.

2. An Overview of The Gender Identity Gender Expression and Sex Characteristics
Act 2015

GIGESCA arose as a response to a legal case which centred on a trans womans’ right
to marry.3 The case was intended to go to ECHR, but settlement was reached between
Malta and the claimant whereby Malta promised to introduce a swathe of progressive
LGBT reforms including a gender recognition act, now GIGESCA.* Although the outgoing
Nationalist Party government recognised the need for legal reform to protect the rights of
gender-diverse people, these were ultimately driven by a newly appointed Labour Govern-
ment. However, GIGESCA was not initially designed to include intersex-specific provisions
(Garland and Travis 2023). Rather, lobbying for the introduction of a Gender Identity Bill in
Malta started in 2010 (Falzon 2010) but its first iteration was only addressed towards trans
people. The first draft referred to the establishment of a “Transgender Persons Register’
which would be accompanied by a “procedure for the recognition of a person’s gender.”
Policy-level engagement with international intersex organisations placed the need for legal
reform on the agenda (Garland and Travis 2023). Significantly, the Third International
Intersex Forum was held in Malta in 2013 with good engagement from policy-makers and
led to the intersex provisions being added to the Bill by the time that it was first read in
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Parliament in October 2014. The first draft of the Bill underwent a public consultation,
and numerous organisations and institutions, both local and international, submitted their
comments (Falzon 2010, p. 40). These submissions—unsurprisingly—emphasised the lack
of cultural visibility as most made no reference to the intersex provisions and the few that
did were either from international intersex organisations or were particularly concerned
that the public still did not know the differences between intersex and trans.> Accordingly,
the introduction of the intersex provisions within GIGESCA appeared to happen with
little notice or attention from the public in Malta (Garland and Travis 2023) with the focus
instead being held by debates around trans rights.

Despite the lack of attention, the provisions that were introduced were significant.
Alongside equality laws that protect intersex people from discrimination and hate crimes,
GIGESCA was the first piece of legislation which included a prohibition on non-consensual
non-therapeutic surgeries prohibited “until the person to be treated can provide informed
consent.” (s. 14(1)). The act also included criminal penalties for those that breached this
prohibition® and instigated a raft of changes to healthcare provision for intersex people.
GIGESCA also sought to improve intersex healthcare experiences. Under ss.14(4) and
14(5), GIGESCA also sought to establish an interdisciplinary team (IDT) charged with
overseeing healthcare provision for intersex children.” Treatment could only be carried
out if an agreement was reached between the parents and the interdisciplinary team. This
provision appears to give equal authority to the parents and the group of experts; how-
ever, the Act does not address the possibility of an impasse or provide possible solutions
for any disagreements between the parents themselves, or between the parents and the
IDT. GIGESCA aspirationally introduced s.15(1) which states that individuals “seeking
psychosocial counselling, support, and medical interventions relating to sex and gender
should be given expert sensitive and individually tailored support...” and this support
“should extend from the date of diagnosis or self-referral for as long as necessary.” While
not specifically addressed at intersex people, this section was also a step in the right direc-
tion. As opposed to the previous section, s.15 does not appear to address minors but rather
any persons, whatever their age, should be able to seek psychosocial care when and for as
long as they need it.

The sentiment of the intersex provisions in GIGESCA was certainly a positive one
and was welcomed by intersex activists around the world (Garland and Travis 2018).
Yet the Act itself was never intended to address the issue of intersex invisibility. Rather
it was intended to grant specific rights and obligations to intersex people and medical
practitioners. However, given that Fricker (2007, p. 154) states that silence within healthcare
itself means that “the whole engine of collective social meaning [is] effectively geared to
keeping [intersex experiences] out of sight”, GIGESCA'’s focus on illuminating and changing
medical protocols marks a potential shift towards greater cultural visibility. This article
explores whether greater cultural visibility has followed GIGESCA. Understanding this, as
the next section demonstrates, is crucial to understanding the efficacy of the legislation. If
intersex remains culturally invisible outside of the legislative context, affected individuals
will simply not know that rights and obligations will apply to them. Thus, the law’s utility
and the value of legislation will be limited.

3. Intersex People and Epistemic Injustice: The Need for State Action

In recent years, there has been increasing engagement with the notion of ‘epistemic
injustice’. Starting with Fricker, epistemic injustice has been characterised as a set of
circumstances whereby an individual is “ingenuously downgraded and/or disadvantaged
in respect of their status as an epistemic subject”(Fricker 2007, p. 53). Ballakrishnen and
Lawsky further this by describing it as “refus[ing] to accept someone as a person who is
capable of knowing things and of communicating that knowledge is to dehumanize them”
(Ballakrishnen and Lawsky 2022, p. 1031). According to Fricker (2007), epistemic injustice
includes both testimonial and hermeneutical injustice. The former refers to situations
whereby the testimony of that person is devalued on account of an aspect of their identity
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(Merrick 2019, p. 4433; Fricker 2007, p. 29). For example, intersex people’s accounts of
medical harms are often discredited owing to structural identityprejudice which depicts
intersex people as ‘less rational” or “untrustworthy’, particularly in comparison to medical
practitioners who use this prejudice to refute such accusations of harm (Merrick 2019,
p- 4433; Fricker 2007, p. 29). Indeed, Merrick explains that victims of testimonial injustice
are often members of groups typically “barred from fully participating in the institutions
tasked with generating the culturally dominant hermeneutical resources” (Merrick 2019,
p- 4433). In the context of intersex people, there has been a historic exclusion of intersex
voice both in “determining and evaluating medical care” (Merrick 2019, p. 4435), and the
inappropriate pathologisation of intersex people demonstrates evidence of such testimonial
injustice (Luzzi 2021, p. 4; Merrick 2019; Davis 2015). In this sense, then, the introduction of
GIGESCA, legislation that has been actively designed to respond to the concerns of medical
harm raised by the intersex community in the International Intersex Forum in 2013 in
Malta, marks a state-led initiative to respond to testimonial epistemic injustice. This article
considers whether GIGESCA has successfully redressed intersex testimonial injustice.

Moreover, epistemic injustice also arises in contexts where “a gap in collective interpre-
tative resources puts someone at an unfair disadvantage when it comes to making sense of
their social experience” (Fricker 2007, p. 1). This has been characterised as ‘hermeneutical
injustice” (Fricker 2007, p. 1). As Zieminiska explains, “hermeneutical injustice is a structural
notion, and no agent perpetuates the injustice (even unintentionally). It is a structural
vice of the social imagination” (Ziemiriska 2020, p. 53), and, as Carpenter notes, it arises
in situations where individuals have “no access to concepts and terms that can describe
their experience” (Carpenter 2023, p. 4). Thus, in the context of GIGESCA, hermeneutical
injustice can mean that accessing available rights in the law is not possible.

The concept of epistemic injustice has increasingly been used in relation to intersex
people (Carpenter 2018, 2023; Carpenter and Jordens 2022; Zieminska 2020; Griffiths 2023).
General familiarity with the term intersex is low (Hegarty et al. 2021). The lack of epistemic
and cultural knowledge about intersex people arises from a societal enforcement of the
gender binary (Dreger 1998; Ziemiriska 2020; Foucault 1980) and a medical establishment
that has historically focused on secrecy around intersex variations (Hegarty and Chase
2000; Davis 2015; Carpenter 2023). As Carpenter notes:

Non-disclosure or motivated disclosure of a diagnosis, and use of language that
disconnects individuals from peer support, are widespread phenomena that leave
individuals with significant gaps in understanding about their bodies and an
inability to connect with others. These forms of disclosure mean that the authority
of biomedical professionals is boosted, while the voices of community and parents
are systematically marginalised in ways that limit agency and participation in
decision-making. (Carpenter 2023, p. 15)

This article asks, then, whether in Malta, GIGESCA has been able to remedy this form
of epistemic injustice and increase cultural visibility. Medical professionals and guidelines
have been instrumental in denying intersex peoples” knowledge of their own variations
and bodies and, in many ways, hindered the establishment of intersex communities, which
can make it difficult for individuals to mobilise. Since at least 2006, professional medical
guidance has rowed back from its position of secrecy towards dialogue with parents and
intersex children. Nonetheless, healthcare’s change in nomenclature from ‘intersex” to
‘DSD’ (Disorders of Sex Development) has been seen by some as an intention to “wrest
epistemic authority back from the nascent intersex movement” (Carpenter 2023, p. 8; Davis
2015) and as re-entrenching “clinical power to delineate and silence those marked by the
diagnosis” (Holmes 2011).8

At the same time, since the early 1990s, intersex activists have worked with LGBT
activists to create visibility and community space (Preves 2003). This has created a nascent
but contrasting epistemology of intersex whereby it is characterised through the lenses of
LGBT and increasingly non-binary embodiment (Garland and Travis 2023). As Griffiths
explains, “Historically, there have been two dominant frameworks within which intersex
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has been made intelligible or recognizable: that of biomedicine, and that of gender and/or
sexuality” (Griffiths 2023, p. 13). As Carpenter highlights, “The resulting hermeneutical
injustices have material effects where, for example, the use of “disorders of sex development’
terminology in clinical settings, and the term ‘intersex” in community, human rights and
LGBTQ spaces has sometimes led to the construction of incommensurate and contradictory
policy frameworks, as if referring to distinct populations” (Carpenter 2023, p. 6; see also
Garland and Travis 2023). Framing intersex experiences through a singular framework can
thus create its own form of “epistemic violence, whereby intersex demands, testimonies
and politics are ignored in favour of more dominant narrative” (Griffiths 2023, p. 13).

Consequently, Ziemiriska highlights that the cultural visibility of intersex people is “a
structural problem” (Zieminska 2020, p. 54), that we are “prisoners of the social imagination
that is created by the whole society” (Zieminska 2020, p. 60) and that intersex “voices
cannot be understood in the public arena” (Ziemiriska 2020, p. 54). To remedy this, Fricker
suggests the need for more empirical data and to prioritise the voices of minority groups
(Fricker 2007, p. 162), suggestions that are bolstered by interdisciplinary intersex studies
(Monro et al. 2021) and that we seek to add to in our recommendations from this study.

The need for participation and voice echoes work that has been done in the spheres
of equality and social justice. Sandra Fredman, for example, has made enhancing voice
and participation one of the core tenets of her multi-dimensional approach to substantive
equality, alongside the related notions of addressing stigma, stereotyping, prejudice and
violence, and accommodating difference and achieving structural change (Fredman 2016,
p. 713). Political visibility is thus a priority in redressing epistemic injustice. This is not only
addressed through legislation but through ongoing opportunities to create meaningful
dialogue between intersex people and the state. As Merrick (2019) states, combatting
testimonial and hermeneutical injustice requires both societal and institutional remedies to
neutralise prejudice against intersex people and “policy setting bodies must also cultivate
this and correct for adverse dialogical effects due to hermeneutical marginalization” (Mer-
rick 2019, p. 4434). Moreover, it may involve funding peer-support networks for intersex
people to develop their own sense of community (Garland and Travis 2018).

Accordingly, for GIGESCA to mark a watershed moment in terms of legal rights,
there must be an accompanying shift in epistemic injustice to ensure the possibility of
participation. Unless individuals can articulate harms and access rights, legal reform is in
danger of being a superficial response to the problematic medical responses in this area.
We now turn to the results of our empirical project to examine whether the reform in Malta
was accompanied by (or indeed led to) a change in epistemic and cultural knowledge about
intersex.

4. Materials and Methods

This research was funded by the British Academy and sought to examine the impact
of GIGESCA’s intersex provisions on the Maltese intersex population. To do so, the authors
conducted a systematic literature review of the following: relevant laws in place before
and after GIGESCA was introduced; transcripts of parliamentary sittings during which the
Bill was being discussed; newspaper articles, both local and international; and other local
and international reports. Beyond this, the primary aim of our research was to analyse
the social impact of this specific legal reform; a series of semi-structured interviews with
a diverse cohort of stakeholders was planned. This exercise established the personal and
social contexts that surrounded GIGESCA and allowed for deeper exploration of its aims
and the impact of the changes that it introduced.

Requests for ethical review were successfully submitted to the University of Malta
and the Maltese Health Ethics Committee. Since the intention was to interview Maltese
nationals, documentation in both the Maltese and English languages was prepared. Notably,
most Maltese nationals are bilingual, however it was felt that giving the option of replying
in either language would enable respondents to choose the language they preferred. As
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one of the researchers is Maltese and can speak the language fluently, it was possible to
offer the option of holding interviews in Maltese.

Recruitment was mainly done through an open invitation. Invitations were sent to
professional associations and entities for distribution among their members. In some in-
stances, respondents themselves recommended that invitations be sent to other individuals
with experience in the area. Eleven professionals—two lawyers, three policy-makers; two
involved in advocacy work, and four healthcare professionals (nursing, paediatric surgery,
psychology and endocrinology)—sat for a semi-structured interview carried out over
Zoom between 2022 and 2023. The transcripts were anonymized, and thematic analysis
was carried out. Owing to Malta’s population size, additional difficulties exist relating to
anonymization, as it potentially means that there is more identifiable information which will
need removal during the anonymisation process. To mitigate this, we not only anonymised
respondents’ details such as their name, but followed processes for small populations
recommended by Saunders et al. (2015).° Data were analysed thematically (Braune and
Clarke 2015), with themes generated around issues relating to cultural knowledge, visibility
and epistemic injustice. Whilst the views of our respondents differed on a number of
important topics, in relation to epistemic injustice and evaluating whether Malta had been
a success in those terms, they were in consensus.

Unfortunately, no intersex persons or parents of intersex children accepted the invita-
tion to be interviewed. Although the professionals’ perspectives proved to be insightful,
failure to obtain the intersex persons’ experience is considered a major limitation of the
study. In part, the reasons for this lack of recruitment may be explained through the dis-
cussion of epistemic injustice that we now turn to in this article. For example, some of our
respondents held the opinion that many intersex people may not even realise that they are
intersex or that this research was addressed to them. In Sections 5.2.2 and 5.2.3, we reflect
on issues of stigma and lack of self-knowledge and their links to hermeneutical injustice
within intersex experiences in more detail. This, coupled with the idea that stigma was
perceived to be increased in Malta may have affected our ability to recruit. What this does
mean, however, is that our conclusions are without reference to intersex people in Malta
and thus are limited in terms of what we can learn. More research is needed, and careful
thought as to how to engage participants must be given by researchers in the context of the
hermeneutical injustice experienced by intersex people.

We now present our findings with regards to three themes: political visibility, cultural
visibility and visibility in healthcare.

5. Results and Discussion
5.1. Theme 1: Political Visibility

Despite its track record for its Catholic conservativism and its historically restrictive
approaches towards abortion and divorce, Malta introduced a swathe of progressive LGBT
rights in the 2010s, making it one of the most progressive states in Europe in this regard.
Notably, GIGESCA was a huge change in legislative engagement with intersex issues, not
just within Malta, but globally (Garland and Travis 2018, 2023; Ni Mhuirthile 2018). The
legislation was comprehensive and forward-thinking—seeking to both protect intersex
people but also ensure access to support from healthcare professionals over the life course.
The design of GIGESCA clearly benefitted from the participation and voices of intersex
people. Several of our respondents noted the participation of Government Ministers at the
Third International Intersex Forum held in Malta in 2013.

.. .the minister had the opportunity to meet a number of intersex activists from around
the world when they had I think it was the second or the third international intersex
forum that ILGA Europe was conducting in Malta. So the minister had this opportunity,
you know, to listen to the stories of so many people and I think, from what I know, she felt
compelled that she needs to do something about this. ... think it was a big chance, a bit
you know, pushing by the right people at the right time. (Respondent 4—advocacy)
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Malta’s ability to introduce such progressive rights was attributed by our respon-
dents to several individuals within the government having familiarity with intersex issues
through their work with international LGBTI organisations.

...the Minister at the time was surrounded by two people who have done a lot of work
around intersex persons globally. (Respondent 4—advocacy)

.. .within the ministry at the time [there were] two people who had been chairing the
International Intersex Forums on behalf of ILGA-Europe and ILGA, who therefore knew
more and could drive that process. (Respondent 2—policymaker)

Our respondents were keen to highlight, therefore, the fortuitous set of circumstances
that led to intersex issues being included within the scope of GIGESCA. Here, the par-
ticipation of individual actors and the Ministers” access to the testimonies of a range of
international actors made a huge difference to the government’s epistemic unfamiliarity
with, understanding of, and commitment to these issues. Whilst Malta did not have a
wide-reaching intersex-led NGO, the existence of these key actors and moments were
crucial to driving forwards social change.

...in reality, intersex issues were relatively new to the movement at the time and so were
not necessarily being pushed by the civil society organisations. But when the law was
proposed, or rather, when political will was expressed in terms of passing the GIGESC Act
from the political side, it was always intended to include intersex issues. So in this sense,
that part of the law was more government- than society-led and mainly because there
was not a lot of knowledge I would say of civil society on intersex issues. (Respondent
2—policymaker)

At this level, then, the political climate within Malta was able to counter the testi-
monial injustice-induced credibility deficit that often pervades political and institutional
responses to intersex experiences. Indeed, tribute to such political awareness can be found
in GIGESCA's attempt to redress some testimonial injustice within the scope of the Act. The
drafting of GIGESCA's intersex provisions used deliberate language to ensure that the Act’s
remit was wide, casting the right to be free from unnecessary physical interference without
the express consent of the individual under s.14 broadly. Significantly, the legislation does
not actually use or define the term ‘intersex’ but instead it prohibits “any sex assignment
treatment and/or surgical intervention on the sex characteristics of a minor which treat-
ment and/or intervention” rather than interventions on intersex minors. Section 2 further
defines ‘sex characteristics’ as:

the chromosomal, gonadal and anatomical features of a person, which include primary
characteristics such as reproductive organs and genitalia and, or in chromosomal struc-
tures and hormones; and secondary characteristics such as muscle mass, hair distribution,
breasts and, or structure.

The legislature’s choice to use ‘sex characteristics’ instead of ‘intersex’ was intended to
make the application of this legal right wide-reaching and avoid reliance on the medical
institution to provide a diagnosis before an individual can invoke s.14, removing some
of the barriers that perpetuate testimonial injustice. Legislators specifically wanted to
avoid medical ‘gatekeeping’ of these rights by allowing them to determine whether an
individual is or is not ‘intersex” for the purposes of GIGESCA’s protective provisions. As
one respondent stated:

[policy-makers] wanted to make sure that minors would be protected even when they are
not diagnosed as intersex because of course . .. there is a lack of awareness on what being
intersex means and that includes the medical community. So if you have a minor that
is not correctly diagnosed but is still recommended for surgical interventions on their
sexual organs so on and so forth, they are still protected by this law. And that is what
[policy-makers] wanted to do. So [they] did not want a law to be restricted to apply
only when there is a DSD diagnosis. (Respondent 5—Law)
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In addition to this, the working group which was set up to review and develop the
medical protocol regulating intersex care per s16(6) was to consist of an equal mix of
human rights experts, psychosocial practitioners, and medical professionals. The inclusion
of human rights professionals was specifically to ensure that the experiences of intersex
individuals in terms of medical harm were taken seriously by the working group so that a
model of best practice could be developed:

... an interdisciplinary panel that establishes treatment protocols . .. should try to look
at issues beyond the beyond the medical. So, trying to have protocols that look at social
issues, look at self-determination issues as well, issues which, as we mentioned before,
medical practitioners might not be too ready to think about, or even accept immediately.
So, to really bring in more than the just medical into the conversation. (Respondent
11—Law)

While GIGESCA does not contain reference to the inclusion of patient groups or
intersex individuals, it is a significant attempt to remedy testimonial injustice experienced
by intersex people in relation to discussions about appropriate medical care. Indeed, the
very nature of the intersex provisions is to redesign the provision of healthcare in a way
that responds to intersex experiences, acknowledging that surgeries on infants amount to
criminal harms.

However, post-implementation, this has not redressed testimonial injustice. In fact,
there has been a huge delay in GIGESCA’s implementation due to a lack of definitional
and terminological consensus between human rights experts and medical experts. As a
result, the protocol has not been finalized, and thus, the full remit of the act is not yet set.
This schism between human rights narratives and medical narratives over intersex is well
documented (see e.g., Carpenter 2018; Garland and Travis 2020a). In Malta, this divide is a
pervasive issue relating to epistemic injustice, where healthcare practitioners often appear
impervious to, or even dismissive of, claims of human rights violations in this arena from
supranational bodies such as the UN and the European Court of Human Rights (Garland
et al. 2022). In Malta, this debate has really centered on whether hypospadias!® should or
should not be included within the definition of ‘intersex’.

... they're still discussing ... the basic concept of the word intersex, because the way
[medical professionals] see this category of people is, you know, this is a condition, a
disorder of sex characteristics, and we’re talking a very different language. And others are
saying no it’s not a disorder, but it’s a difference, or it’s a diversity. And they re [medical
practitioners] thinking of, you know, what is the standard or kind of the golden standard of
what a vagina and what a penis should look like, and what other intersex conditions should
be considered as intersex conditions include the hypospadias, for example. (Respondent
2—policymaker)

Accordingly, testimonial injustice pervades in the aftermath of legislative reform.
It supports Merrick’s assertion that “...the prevailing perspective or practical identity
of a Western healthcare professional is not entirely well-suited for virtuously listening
to patients or their non-medical advocates” (Merrick 2019, p. 4445). Accordingly, both
Merrick and Fricker argue that to cultivate institutional testimonial justice, or what Merrick
defines as being biomedical testimonial injustice, there must be greater “respect for a
patient’s epistemic agency and interpretive competence part of the practical identities
of healthcare practitioners and providers” (Merrick 2019, p. 4445). Yet, there has not
been the political capacity for this in Malta. While there has been some commendable
political visibility, post-GIGESCA, it has been difficult to create the climate necessary to
remove the prejudice attached to intersex narratives. Indeed, politically, several changes
since GIGESCA’s introduction in 2015 have diluted the efficacy of political visibility. As
respondent 3 (advocacy) highlights:

Keep in mind that we’ve had a lot of political changes over the past few years in Malta,
and every time there is a change in Minister, then any Ministry-appointed boards have to
resign. It's a courtesy. They call it a courtesy but you have to resign in case the minister
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happens not to like you and doesn’t want you on the board. The new minister, right. And
[Malta’s] had a few of those, you know, changes, over the past years we’ve had ministerial
changes. That obviously doesn’t help because everything is at a standstill until the new
minister is in place and says yes ok, the board can continue at it was, or whatever.

Political instability has, therefore, also contributed to the delays faced by the Working
Group and, thus, the full implementation of GIGESCA. In the next section, we outline
some of the issues around cultural visibility and how epistemic injustices have hindered
the implementation of GIGESCA. In the absence of a strong alternative, it is perhaps not
surprising that the medical profession has been able to continue to shape the epistemic
direction of implementation.

Moreover, as discussed below, whilst political visibility was hugely successful in terms
of introducing legislation, its attempt to address testimonial injustice may have actually
exacerbated hermeneutical injustice through the absence of a clear relatable term such
as intersex or even specific variations. This lack of language consensus contributes to
hermeneutical injustice through a persistent misalignment between social, political and
medical understandings of intersex. Without terminological consensus, medical framings of
‘disorder’ continue to dominate understandings of what intersex is. This dominant framing
constructs intersex through a particular lens and, in many ways, prevents its mobilisation
as an ontological category. Our argument here is not to suggest that any particular term is
more or less preferrable—indeed, there is plenty of evidence to suggest that the avoidance
of labels helps avoid inappropriate pathologisationand recognises the multiple experiences
of individuals with intersex variations, many of whom do not wish to, nor realise that they
may, come under the umbrella term “intersex’ (Topp 2013; Viloria 2017; Malatino 2019).
However, as noted below, in the absence of clear cultural knowledge and understanding, a
lack of clarity over just who may be protected by s.14 has not only led to stalling by the
medical profession post-implementation, and a potential co-opting of this legislative space,
but individuals may simply not realise that the Act is intended to protect them. The rights
contained within the Act are rendered unintelligible because there is a lack of language
for people who need or wish to apply it. Indeed, as part of the consultation process for
GIGESCA, Organisation Intersex International Australia (now the Intersex Human Rights
Australia IHRA) submitted a consultation response which suggested that “the proposed
language around ‘sex characteristics” would benefit from either the additional inclusion of
a legal definition of ‘intersex’, or mention of ‘people with intersex variations’ to “promote
legal and societal clarity about the full diversity of sex characteristics of people that arise in
nature.”'! Some of our respondents also recognised that better oversight of definitions was
needed or would have helped particularly around the inclusion of hypospadias.

This, combined with no visible third sector organisation pushing for this reform, means
that much of the legislation around intersex seems to have gone unnoticed by the broader
public including both endosex and intersex people allowing hermeneutical injustice to
perpetuate. Thus, the implementation stages of GIGESCA have been affected in part due to
a lack of intersex stakeholders capable of providing their voices to ensure the accountability
and transparency of governance in this area.

5.2. Theme 2. Cultural (In)Visibility

Unlike political visibility, our focus on cultural visibility refers to the wider public
awareness of intersex at the individual and interpersonal levels. In this sense, we analyse
the discursive awareness of intersex and how far it still remains unintelligible within wider
society (Butler 1990). While we are unable to draw from intersex voices, our respondents
nevertheless provided insight into the hermeneutical progress made in this arena. Respon-
dents reflected on how far these legal reforms had been able to infiltrate wider societal (and
in Section 5.3 healthcare) discourse and remedy hermeneutical injustice.
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5.2.1. Cultural Invisibility

Despite the growing political recognition of intersex and its effect on legislation, our
respondents suggest that this was yet to translate to a general hermeneutical cultural
awareness of intersex embodiment and its related issues. In keeping with general low
levels of cultural awareness of intersex variations (Hegarty et al. 2021), respondent 10
(healthcare) stated that:

If you speak to lay persons and ask what do you know about intersex, what do you know
about the intersex condition, or persons who have been diagnosed as intersex? No idea!

One aspect of the limited visibility of intersex people was attributed to a lack of visible
role models and community leaders. As respondent 4 (advocacy) notes:

Well, first of all, I think the lack of awareness and visibility is something that is still
very much present, and. .. you know we’re educating people out there about intersex
conditions. But there isn’t anyone visibly Maltese appearing on media and talking about
their experience, unlike all of the other identities within the LGBTIQ community. So, I
think that makes it quite difficult for other intersex persons to reach out, to be part of the
Community and to have Community support.

This is perhaps unsurprising, given that Malta is a small conservative Catholic jurisdic-
tion which, as we discuss below, exaggerates the difficulties in speaking openly about being
intersex. Yet, visible role models are an important aspect of recognising a community not
just for the wider culture but, as will be discussed in the next section, for self-recognition.
Not only were intersex people themselves not visible, but there was limited hermeneutic
awareness of what intersex is. This supports the view that the issues that intersex people
face are hermeneutically epistemic (Carpenter 2018, 2023; Carpenter and Jordens 2022;
Zieminska 2020; Griffiths 2023). Without the vocabulary and conceptual scaffolding to
place intersex within the cultural schema, legislative change has been unable to increase
cultural visibility. As respondent 5 (Law) explains:

Not many people pay a lot of attention to what’s happening in Parliament. So, I would
not be surprised that at the time they were not aware. Now I am hoping things changed,
you know, 7 years after that. ... I believe it was a case of law driving society forward and
not vice versa. Sometimes you get society pushing for legal change. In this case I think it
was very top-down approach, which is good in a sense because it needed to happen and it
needed to happen fast, but at the same time you'd get this disconnect.

Respondent 5 (Law) highlights that the pressing need for GIGESCA and its perceived
time sensitivity meant that the legislation was largely dictated by a core group of ‘experts’
rather than stemming from a broader social movement. The speed with which intersex was
included into GIGESCA and the political strategy around it meant that there was limited
consciousness raising attached to intersex at the time of the Bill’s passing contributing to
the lack of attention paid to the need to remedy hermeneutical injustices. The lack of a
social movement pushing for this legislation can also be explained through hermeneutical
injustice, as discussed in the next section.

5.2.2. A Lack of Personal Awareness

Our respondents felt that intersex people within Malta would not have the conceptual
or cultural resources to understand that they were intersex. This issue of hermeneutical
injustice helps to potentially explain the difficulties in recruiting intersex people in this
study. As respondent 1 explains, “I wouldn’t be surprised if there were people out there
who just didn’t know they were intersex. Didn’t know this [law] was meant for them.” Our
respondents felt that the cultural conditions within Malta (of conservativism, Catholicism,
medical stigma) meant that it would be unlikely for intersex people to have the imaginative
tools necessary to identify with intersex labels—a core tenant of hermeneutical injustice.
As respondent 10 (healthcare) explains:
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Also being a very small area geographically, and also being, from the social aspect, people
are very much related and also go around everyday activities very much within the same
people, you see, it’s still a secret. It'’s a very secretive kind of thing. I think it’s very much
related, as well, to the erroneous idea of the Catholic culture being predominant in Malta.

This secretive approach would go some way to explaining our difficulties with recruit-
ing intersex Maltese people (and parents) to our study. It would similarly explain the very
small minority of intersex people on the “Working Group’ set up as part of GIGESCA to
oversee the creation of healthcare protocols related to intersex people informed by both
healthcare and human rights approaches.

This hermeneutical injustice has material effects when considered in the context of
GIGESCA. The ‘success’ of the legislation is dependent on its use. Whilst this may, for
the most part be measured in terms of its deterrent effect on medical professionals it also
presupposes the idea that its constituent population is aware enough of the legislation to
utilise it. Our respondents felt that this was not the case:

What I can tell you ... is that most of our clients know nothing of it [GIGESCA] ...
(Respondent 10—healthcare)

Nothing. Zero . .. there haven't been any legal queries from any intersex person. Nothing.
I mean, when you have all the conditions in place for a person to enjoy rights, speak
to NGOs for advice and support, you know, and everything is in place favouring the
situation, and there’s still a lack of engagement, then . .. it goes to show how invisible,
how disenfranchised, how disempowered, how afraid people are. (Respondent 11—Law)

This is an important point, without the cultural awareness to use it, GIGESCA is,
at least for intersex people, futile, particularly in a context whereby doctors claim the
legislation does not apply to them. Moreover, the lack of visible intersex people creates
broader problems—without community input, it is difficult to monitor the ‘success’ of this
legislation or to consider whether different forms of interventions are necessary. Indeed,
this research study and others indicates the difficult of recruiting much needed intersex
voices.!? As respondent 3 (advocacy) highlights: “The largest one, for me, not necessarily for
them, is complete invisibility. They are completely invisible. And if they're invisible, then we don’t
really know what their issues are. And we can’t do anything, you know, to deal with whatever their
issues are”. The difficulties with visibility lead directly to a lack of participation and voice,
which, in turn, prevents support for intersex people being led by their own desires and
needs—hermeneutic justice becomes embedded and self-perpetuating.

Similarly, without self-recognition, it is difficult to build a wider network of community
support. The hermeneutical injustices present in Malta (and elsewhere) have hindered the
development of a visible and active intersex movement. This, for some of our respondents,
was compounded by feelings of shame and stigma associated with intersex variations and
is likely exacerbated by the lack of reference to intersex in the legislation.

5.2.3. Stigma/Shame

Our respondents felt that the lack of personal awareness of intersex variations was
intensified by issues of shame and stigma within Maltese society. These feelings of shame
led to parents deliberately withholding important facts about children’s medical histories
from them.

... we don’t tell the kids themselves who have a right to information about themselves,
we don'’t tell the relatives—God forbid we tell the relatives! Therefore, this whole thing
becomes a shameful secret still. (Respondent 10—healthcare)

... there is an element of shame in the parents for having failed to produce a ‘perfect’ boy
or a ‘perfect’ girl, then being referred. (Respondent 3—advocacy)

These reports are in keeping with general observations of parent’s treatment of intersex
variations—particularly prior to the 2006 Consensus Statement (see for example Hegarty
and Chase 2000) and reflect the high rates of decisional regret that parents feel in these
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circumstances (Roen et al. 2023). Some respondents pointed towards the word ‘sex” in
both intersex and disorders of sex development as a source of shame for conservative and
Catholic parents that stopped them from fully engaging with resources available on their
child’s variation. The conceptual resources needed to combat hermeneutical injustice is
thus stymied by cultural stigma and secrecy.

However, one respondent returned to themes of hermeneutical injustice, stating that,
“I would say there is a stigma but I don’t think I can even say that because it’s so unknown, even as
a possibility, that I won’t even say there’s a stigma attached to it”. The lack of awareness around
intersex, for this respondent, prevented its being understood through a lens of stigma,
or perhaps it might be better understood as a stigma for which those that experience it
lack the epistemic knowledge to articulate. Here, we reflect on our own experiences with
this project: the experience of stigma, shame and fear of being ‘outed” may have further
prevented people from participating in the research. Malta is a small conservative island
community where anonymity is far more difficult to maintain.!® The perceived risk of being
‘outed’ as intersex may have outweighed the research goals for potential participants.

5.2.4. Conflation of Trans and Intersex

Whilst our respondents felt that there was a cultural conceptual lack of awareness
about intersex people, they felt that often this gap in knowledge was conflated with trans
issues. This element of hermeneutical injustice was brought particularly to the fore in Malta,
as GIGESCA predominantly dealt with trans issues and was, in many ways, a response to
an ECHR case (that had been settled before a decision was made) that centered on trans
people’s access to marriage (Cassar v Malta 36982/11, see also Garland and Travis 2023). As
respondent 5 (Law) notes:

And in particular with Malta, the hype with this law was not about the intersex provisions,
so when it was enacted in 2014, the hype was mainly around the transgender community.
The intersex provisions were rarely mentioned in the press, or when politicians spoke
about it. It was very, very rarely heard of. So that’s another issue in itself. . ..

In some ways, this reflected the strategy of the politicians supporting the Bill. Whilst
there was opposition to components related to trans equality, very little attention was paid
to the intersex aspects of the provisions (Garland and Travis 2023). As a result, at least for
intersex people, the Bill was able to sail under the radar. Whilst this was useful for ensuring
that the Bill passed into legislation, it may have had the negative effect of diminishing the
cultural visibility of it, of the need for such legislation, and of intersex people in general,
inadvertently perpetuating epistemic injustice.

Moreover, the inclusion of intersex within GIGESCA may have led to some conceptual
or schematic conflation between trans and intersex issues. As one respondent (policymaker)
highlights, “The issue is when it goes to the general public, I think. So perhaps the communication
should make an explicit effort to distinguish the two issues”. Unfortunately, this conceptual
confusion is not uncommon (Griffiths 2023; Garland and Travis 2020b) and can lead to
tensions between the trans and intersex communities.

Whilst the lack of public awareness around intersex is clear, the legislation was de-
signed to foster cultural awareness within the medical profession. In the next section, we
outline some of the difficulties that have been encountered in that space.

5.3. Theme 3. Visibility within Healthcare

Whilst there was some recognition of and knowledge pertaining to intersex issues
at the political level, our respondents suggested that this, thus far, seemingly failed to
transfer across to wider society within Malta. Our research also explored, however, how
far healthcare professionals perpetuated or were themselves bound by epistemic injustice.
Understanding this is key to this project, given that healthcare is the one institution that
intersex individuals, particularly in infancy, and their family will encounter to discuss
care. Even though several medical professionals were invited to participate in this research,
many of those contacted stated that they could not take part, as they knew nothing about
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intersex, highlighting continuing levels of hermeneutical injustice in the very community
the legislation was designed to target. This is confirmed by some of the respondents:

... not even healthcare professionals like nurses for example were aware that these people
even exist. We don’t see them much, somehow. (Respondent 8—healthcare)

The fact that no medical protocol, no Interdisciplinary Team, and no specific Intersex
Wellbeing Clinic have yet been set up, further perpetuates the invisibility of intersex people
within the healthcare system and reinforces hermeneutical injustice. Those who were
diagnosed in the past also seem to have been lost within the system, with no follow-ups
and no long-term care.

Aguain, it's difficult in a sense to justify both sides of the coin when we know so little
in terms of outcomes, when we cannot trace the impact that certain interventions have
had on intersex people because they are completely invisible. This has been an issue . ..
(Respondent 2—policymaker)

Hermeneutical injustice thus also exacerbates poor healthcare practice for intersex
people. The lack of follow-up care reinforces the idea that many intersex people in Malta
may be unaware of their variation, or may not conceptualise it in terms of intersex. Again,
this limits the effectiveness of GIGESCA, as people will be unaware that it applies to
them. Lack of knowledge amongst healthcare professionals allows and enables the further
marginalisation of intersex people by promulgating stigma and shame. Drawing on Fricker
(2007, p. 154) as we noted above, silence within healthcare itself means that “the whole
engine of collective social meaning [is] effectively geared to keeping [intersex experiences]
out of sight”. While investigating the impact GIGESCA had on knowledge about intersex
within healthcare so far, we identified issues relating to medical terminology and medical
awareness of law and legal obligations.

5.3.1. Medical Terminology

Indubitably, the language used by medical professionals can affect the way intersex
people perceive themselves and how they are perceived by others. Terminology can create
‘framing effects’ that can prevent people from understanding their experiences in particular
ways (Streuli et al. 2013; Garland and Travis 2023; Carpenter 2018; Davis 2015). Framing
intersex as a disorder which can be ‘fixed” by medical intervention prevents parents and
intersex people from accessing the conceptual tools needed to think otherwise and is a
strong driver of hermeneutical injustice. The use of ‘disorders of sex development’ (DSD)
therefore, whilst not unusual in the healthcare sector, illustrates another method through
which hermeneutical injustice is perpetuated and continues the cultural invisibility of
intersex people.

Interviewer: .. .the word intersex, is that ever used in the clinical setting?
Respondent 7 (healthcare): Not really.

Yet NGOs and third sector organisations who are committed to supporting the same
people use the term ‘intersex’. DSD or the specific variation diagnosed, such as CAH or
CAIS, are the terms more commonly used in the clinical setting in keeping with the general
findings of Lundberg et al. (2021). International medical norms predominantly dictated
by the Chicago Consensus Statement (Lee et al. 2006) had been largely untroubled by
the presence of GIGESCA and medical professionals had largely failed to consider how
GIGESCA might challenge their definitions and practices.

Despite GIGESCA’s potential for an epistemic shift, the language used in the health
sector continued to be ‘medicalized,” and included terms such as disorders, symptoms, and
signs. More shockingly, and in comparison to the absence of the term ‘intersex’, the term
‘hermaphrodite” was still used, even though it has been largely condemned by both the
intersex community and international medical protocols.
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... the word hermaphrodite is still used, for example. If you tell them hermaphrodite they
might click, and say, ah, a hermaphrodite, ok, now I understand. But intersex is still
something which is not known. (Respondent 8—healthcare)

...we're still discussing with a number of medical professionals even on the basic concept
of the word intersex, because the way they see this category of people is, you know, this is
a condition, a disorder of sex characteristics, and we're talking a very different language.
(Respondent 4—advocacy)

GIGESCA has not led to a paradigm shift in how intersex is conceptualised in the
Maltese healthcare professional, and so it continues, in many ways, to reinforce hermeneu-
tical injustice by failing to give intersex people and their families the conceptual tools to
articulate the issues that they face. Even where healthcare professionals are engaged in
dialogue regarding the development of medical protocols, they have consistently demon-
strated a reluctance or perhaps inability to consult with intersex people on the development
of guidelines.

5.3.2. Medical Awareness of Law and Legal Obligations

Further to this, when asked about their knowledge of GIGESCA, many of the re-
spondents admitted that they either did not know much about the legislation, or nothing
atall.

Interviewer: So, the law that we're interested in, do you know anything about the law,
or anything about the political discussions in Malta?

Respondent 7 (healthcare): Um, not really. . .. I've got second-hand information that
there were discussions with the LGBTQ movement regarding pushing to avoid doing
surgery in these patients until they are at an age that they can give consent themselves.
I'm not sure if this is anything to do with the Law or if it’s something else that is still
coming up.

There is a sense then that while many intersex people may not know GIGESCA
applies to them, similarly where healthcare practitioners lack the language to discuss this
phenomenon and understand how it relates to their work, they may also not realise that
GIGESCA applies to them. This is a matter, then, of both protection and enforcement. There
is yet no common understanding of what falls under the umbrella term “intersex.”

No criteria that defines ‘intersex’. . . evident that people, professionals, met people who
are transgender but when it comes to intersex, people from (various clinics) recalled of
meeting babies but only babies with ambiguous genitalin—that is what they understood
by intersex. (Respondent 8—healthcare)

Within the medical setting, DSD also means different things for different people —
compared to other medical diagnoses such as cleft palate, in which corrective surgery is
advocated routinely.

Hypospadias (is) quite common in Malta. When it’s severe, like scrotal or perianal, they
should work up for ambiguous genitalia but instead, if testes are present, then it has to be
a boy and proceed with hypospadias repair. (Respondent 7—healthcare)

From the respondents’ comments, it is evident that there is no agreement on a commion
definition for intersex and for some, there is “not much of an understanding of the partic-
ularities of intersex versus the particularities of trans.” (Respondent 10—healthcare)

This is significant, given that medical knowledge regarding intersex people directly
affects hermeneutical injustice. Medical practitioners not only determine healthcare path-
ways on their assessment of whether or not someone has an intersex variation, but they are
often responsible for conferring the knowledge necessary for that individual to make sense
of their own lived experience. In a small country like Malta, having the doctors on board
would mean also pushing cultural as well as medical visibility. Most of the respondents
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were also unaware of any discussions held prior to the enactment of the law, particularly
with the medical professions.

... remember consultations but not with medical personnel. (Respondent 3—advocacy)

I don’t believe that there was any consultation with the medical profession. . .. (Respon-
dent 4—advocacy)

. when the law was drafted, they never talked to any doctors. ... (Respondent
9—healthcare)

Although GIGESCA created more awareness for the trans community, both within
the medical field and outside it, some of the respondents remarked that the same could
not be said about the intersex community. Hoping that the law would bring about the
same “momentum of change” for intersex people as it did for trans people, respondent
8 (healthcare) observed that “... it is useless making (sic) a law and then there is not
awareness or training about it.” While the general consensus is that many do not know
much or enough about the law, some conflicting respondents still spoke of the increased
amount of training that healthcare professionals were receiving about intersex and gender-
related issues.

This highlights the hermeneutic difficulties with intersex issues. Despite legislation,
healthcare professionals still lack the appropriate schematic tools to understand intersex
variations outside the context of a disorder narrative (Garland and Travis 2023). More
needs to be done to ensure that medical professionals understand the obligations placed
upon them by GIGESCA. Reflection needs to be taken as to why the law has been so
unsuccessful in interrupting medicines” conception of intersex as disorder. Nonetheless,
Malta’s stagnation supports Merrick’s contention mentioned earlier that Western healthcare
is ill-suited to listening to patient advocates. In this theme, a more general engagement with
intersex people might create the environments needed to enable healthcare professionals to
understand and make sense of intersex experiences.

6. Improving Intersex Visibility

Malta provides evidence for those considering law reform in this area. The small
island community in Malta and its conservative climate mean that some of our concerns
are specific to Malta, while others are perhaps indicative of issues relating to the laws’
discursive powers more generally. It is clear from our findings that political visibility, while
necessary for law reform, is insufficient to transform and improve intersex experiences.
The entrenched systemic nature of hermeneutical injustice and identity prejudice means
that more must be done by states to create the conditions of change. Specifically, an
integral part of challenging medical practice and enhancing the rights of intersex people
relies on increasing the cultural visibility of intersex people, in tandem with specific legal
regulation of the medical profession. Learning from Malta’s experience, Law reformers
and policy-makers must be attentive to hermeneutical injustice, particularly biomedical
hermeneutical injustice, when pursuing ways in which to improve the lived experiences
of intersex people. Political visibility, while important, is not sufficient to remedy the
hermeneutical injustice gap.

Moreover, Malta reveals the vast obstacle that the schism between human rights and
medical narratives can create when implementing law. States must think carefully about
how they engage with various stakeholders to mitigate this standoff, and also ensure that
the medical narrative does not dominate discussions about implementation. To remedy the
divide between human rights and medical narratives, medical professionals must reflect
on their own epistemic primacy and the privileging that their views are granted. In order
to combat both hermeneutic and testimonial epistemic injustice, priority must be given to
the voices and testimony of intersex people.

Visibility, in cultural, political and healthcare terms, must be the chief priority of
reformers and requires continued engagement with relevant stakeholders after the in-
troduction of legislation. In part, this will come from thinking creatively about ways to
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legislate to improve intersex visibility, and therein, the possibility of future partnership.
This will be easier in jurisdictions that have mobilised intersex organisations, support
groups and communities. The lack of this in Malta necessitates more creative approaches.
Medical treatment paradigms, as Merrick (2019) suggests, must be sufficiently informed by
the testimony of intersex people, and this has proven to be challenging in Malta. Indeed,
improving the visibility of intersex people was seen as a key priority for a number of our
respondents. As Respondent 3 (advocacy) noted:

T would think that, one, we need to raise awareness, we need to raise a lot more awareness.
We need to. .. As I said, most people—I"m not saying based on hard facts, but I would
say that most people in Malta do not know what intersex is. They just don’t know about
it. So I think we would need to raise the awareness generally, and knowledge, so that it is
not seen as something, such a taboo, such an out of the ordinary, extraordinary, a terrible
place to be for somebody, but rather just part of life. Part of the diversity of life if you like.
I'would think that that would help, however I suspect that many, again completely off the
top of my head, not based on any research or evidence, but I would think that people who
are intersex may not think that that’s a very good idea. Many people who are intersex,
at the moment in Malta, who are living hidden lives, would, you know. . . I think they
might find that very scary.

Awareness-raising through educative programs was mentioned by a number of our
respondents. This would have value in breaking through the epistemic barriers many
intersex people face in knowing themselves as intersex, and its value extends beyond
Malta to those jurisdictions wanting to implement meaningful change. Awareness-raising
offers the conceptual tools needed for self-identification and consequently self-acceptance.
Such an approach would need buy-in from a range of institutions, including the education
system, schools and individual teachers engaging in a ‘whole-school learning approach’
that encompasses the classroom, home and the local community (Bromdal et al. 2021).
Education, therefore, might form an important part of challenging hermeneutical injustice
and may be something for policy-makers to consider alongside the development of inter-
sex legislation. Another method for improving intersex visibility would be through the
development of community spaces and resources that can challenge the epistemic primacy
of the healthcare profession. How this is done may need to be different in alignment with
differing social and political contexts. Broadly speaking, however, the design and develop-
ment of resources aimed at parents, or the placement of people with intersex variations on
the potential multidisciplinary team, might go some way to raising the visibility of intersex
people within medical spaces—not least to other intersex people. There are challenges
with this approach, however, created by the lack of ‘out’ intersex people in Malta, but
this may be less of a challenge in other jurisdictions. Malta’s experience demonstrates
how hermeneutical injustice is self-perpetuating. More research is needed with intersex
populations in Malta to delve into this issue in greater depth.

Linked to this is the need for intersex role models within the ‘media’ space, specifically
in Malta; some other jurisdictions have already begun these processes. These would go a
long way to offering people schematic familiarity with intersex people across society. Once
again, however, this encounters difficulties with a lack of visible intersex people within
Malta. These challenges have yet to be addressed by Maltese policy-makers, and it may be
that social norms around gender are so entrenched that this limits the speed and degree in
which change can occur. Unfortunately, we have identified a lapse in momentum following
the successful introduction of GIGESCA:

I would say either there’s no political effort because again there’s no pressure coming
from anywhere barring possibly MGRM™ and people like us. So there isn’t that political
pressure from above to hurry things up or get going. It sort of feels like there was this
rush to get laws through and then once the dust had settled, it's done now you know, let’s
chill for a bit. .. .there’s a sense of apathy coming from other parts, so ... (Respondent
5—Law)
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Again, this links back to the lack of a visible intersex-led organisation within Malta. The
lack of existence of such an organisation, or indeed, any visible intersex stakeholders, has
meant that there has been a lack of pressure on the Government to deliver on the promises
contained within GIGESCA. Issues of heremenutic injustice continue to be cyclical and
self-perpetuating, and intervention is desperately needed to break this cycle. Moreover,
it points to the need to have an interconnected approach to challenge epistemic injustice
that requires a clear road map that considers the various institutions that an individual
may engage with across their lifetime. The recommendations that we make map onto one
another: a successful education program may well lead to more role models and, in turn,
greater community-building amongst intersex people who are given epistemic credibility
about their concerns. Here, we highlight how gains in hermeneutic justice may eventually
lead also to testimonial justice.

7. Conclusions

In conclusion, this article offers empirical evidence to the growing acknowledgment
of the relationship between intersex people, law and epistemic injustice (Merrick 2019;
Carpenter 2018, 2023; Carpenter and Jordens 2022; Zieminska 2020; Griffiths 2023). Our
research is the first to demonstrate that whilst there has been political consciousness around
intersex issues in Malta culminating in GIGESCA, this has seemingly failed to translate
through to wider society and in parts of the healthcare system. Despite the development of
promising legislation, intersex people continue to face epistemic injustice, and particularly
hermeneutical injustice, at several levels. Hermeneutically, within Maltese culture, this has
been particularly problematic, as many intersex people and their parents lack the schematic
tools needed to conceptualise themselves or their children as intersex. As such, there has
been a lack of engagement by intersex people with GIGESCA: our respondents struggled
to think of a singular instance where an intersex person had engaged with the legislation
and we were unsuccessful in our attempts to speak with intersex people themselves.

These issues are reinforced by feelings of shame or stigma that our respondents felt
were heightened by the Maltese (conservative, Catholic) context. Moreover, intersex issues
were often conflated with people’s recognition of trans issues—an issue perhaps, with
the duality of GIGESCA and the visibility of its significance for the trans community,
perpetuating hermeneutical injustice.

Similarly, in terms of hermeneutical injustice, the lack of self-awareness of intersex
people has fed into a broader pattern of cultural invisibility. There is a severe lack of intersex
role models or ‘out’ community organisers in Malta. As such, much of the awareness-raising
work has been picked up by broader LGBT+ organisations. This lack of representation
perpetuates the cycle of invisibility and has stagnated the creation of a recognisable intersex
community within Malta. Additionally, it continues the conflation of intersex and trans
identities in the cultural consciousness (Garland and Travis 2020b, 2023).

This hermeneutical injustice is compounded by a medical profession that continues
to frame intersex variations through the lens and terminology of disorder. At the same
time, healthcare professionals” awareness of GIGESCA and the roles and legal obligations
it placed upon them was limited—similarly pointing to continuing levels of hermeneutical
injustice in one of the key populations the legislation was designed to respond to. More
training was needed to counter healthcare professional’s understandings of, and duties to,
people with intersex variations.

As a result, we recommend that Malta undertake an extensive education program in
order to tackle hermeneutic injustice—not just for medical professionals but across society
through the education system. It is hoped that this will create the knowledge, context and
conceptual tools necessary for intersex persons, parents and allies to identify themselves as
intersex and to allow their injustices to be recognised. In the future, this may break the cycle
of cultural invisibility and allow for a greater engagement with the intersex community in
the creation of legal regulation and healthcare practices that center on justice for intersex
people at their core.
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Notes
1

Our findings have implications beyond the Maltese context. More broadly, those
seeking to introduce legal reform must be attentive to the fact that law, alone, is insufficient
to change the conditions of hermeneutical injustice. Commitment to improving the lived
experiences of intersex people requires an extensive effort to ensure that intersex voices are
heard, and that individuals and community representatives are able to actively participate
and be listened to by institutional actors responsible for implementation and change post-
legislation. Similarly, reformers need to ensure that there is an interconnected approach to
challenging hermeneutical injustice, beginning with education. This, of course, will require
tailoring to the specific context of that jurisdiction and the varied ways in which individuals
engage with different institutions. It will also require working with international and,
where possible, local organisations, and committing the necessary resources (financial and
time) to change. Where there are no local organisations or role models, it highlights the
greater need for investment in educational initiatives. In the long term, this will dismantle
hermeneutical injustices and lead to the enabling of the intersex community.

Our final comment is that more research is desperately needed to capture the voices of
intersex people, especially in Malta. While our findings offer some insight into the effects
of law, it is by no means determinative, and the absence of intersex voices in this project
mean that we are limited in the claims we can make.
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The study was unable to recruit intersex people. While this is a significant limitation it also indicates the extensiveness of

epistemic injustice within Malta. We reflect on this further throughout.

g W N

Endosex is the term coined to refer to people without intersex traits. See Carpenter et al. (2022).
Joanne Cassar v Malta Application no 36982/11.
For a detailed overview on the passage of this piece of legislation, see Garland and Travis (2023).

See e.g., the individual response by Nicholas Briffa available here https:/ /meae.gov.mt/en/public_consultations/msdc/pages/

consultations/ gigesc.aspx (accessed on 8 November 2023).

Gender Identity, Gender Expression And Sex Characteristics Act (https:/ /www.gov.mt) (accessed on 8 November 2023).

The composition of this team was not set within GIGESCA, but rather was to be “composed of those professionals whom the

Minister considers as appropriate”.

We reflect more on the relationship between terminology and epistemic injustice in Section 5.1.
e.g., we removed details such as familial relationships and living relationships, religious or cultural background.
Hypospaidas is where the uretha opening is not at the tip of the penis.
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Their consultation response can be found here: https://meae.gov.mt/en/Public_Consultations/MSDC/Documents /2014%20-
%20GIGESC /Organisation%20Intersex%?20International %20Australia%20(OI1%20Australia).pdf (accessed on 8 November 2023).

12 Other projects have similarly encountered difficulties with recuritment and Ni Mhuirthile et al. (2022) have identified intersex as
a ‘hard-to-reach” population.
13 We had taken measures to mitigate for the heightened risks with anonymity, following Saunders et al. (2015) for research
conducted in small island communities.
14 A Maltese based organisation devoted to achieving “full equality for LGBTIQ people in Maltese society”. <maltagayrights.org>
References

Ballakrishnen, Swethaa, and Sarah B. Lawsky. 2022. Law, Legal Socializations, and Epistemic Injustice. Law & Social Inquiry, FirstView,
2022, forthcoming, UC Irvine School of Law Research Paper No. 2022-19. Available online: https://ssrn.com/abstract=4130483
(accessed on 1 September 2023).

Braune, Virginia Braun, and Victoria Clarke. 2015. Using Thematic Analysis in Psychology. Qualitative Research in Psychology 3: 77-101.
[CrossRef]

Bromdal, Annette, Agli Zavros-Orr, Lisahunter, Kirstine Hand, and Bonnie Hart. 2021. Towards a wholeschool approach for sexuality
education in supporting and upholding the rights and health of students with intersex variations. Sex Education 21: 568583.
[CrossRef]

Butler, Judith. 1990. Gender Trouble, Routledge Classics. London: Routledge.

Carpenter, Morgan. 2018. The “Normalization” of Intersex Bodies and “Othering” of Intersex Identities in Australia. Journal of Bioethical
Inquiry 15: 487-95. [CrossRef] [PubMed]

Carpenter, Morgan. 2023. Fixing Bodies and Shaping Narratives: Epistemic Injustice and the Responses of Medicine and Bioethics to
Intersex Human Rights Demands. Clinical Ethics 115. [CrossRef]

Carpenter, Morgan, and Christopher F. C. Jordens. 2022. When Bioethics Fails: Intersex, Epistemic Injustice and Advocacy. In
Interdisciplinary and Global Perspectives on Intersex. Edited by Megan Walker. Cham: Springer Nature Switzerland AG.

Carpenter, Morgan, Katharine B. Dalke, and Brian D. Earp. 2022. Endosex. Journal of Medical Ethics 49: 225-26. [CrossRef] [PubMed]

Davis, Georgiann. 2015. Contesting Intersex: The Dubious Diagnosis. New York: NYU Press.

Dreger, Alice. 1998. Hermaphrodites and the Medical Invention of Sex. Harvard: Harvard University Press.

Falzon, Neil. 2010. A Proposed Gender Identity Act for Malta. Available online: https:/ /issuu.com/aditus/docs/a_proposed_gender_
identity_act_for_malta_?mode=embed&layout=http://skin.issuu.com/v/light/layout.xml&showFlipBtn=true (accessed on 1
September 2023).

Foucault, Michel. 1980. Herculine Barbin: Being the Recently Discovered Memoirs of a Nineteenth-Century French Hermaphrodite. New York:
Pantheon Books.

Fredman, Sandra. 2016. Substantive equality revisited. International Journal of Constitutional Law 14: 712-38. [CrossRef]

Fricker, Miranda. 2007. Epistemic Injustice: Power and the Ethics of Knowing. Oxford: Oxford University Press. ISBN 9780198237907.

Fricker, Marianne. 2017. Evolving concepts of epistemic injustice. In Routledge Handbook of Epistemic Injustice. Edited by lan James Kidd,
Jose Medina and Gaile Pohlhaus, Jr. Routledge Handbooks in Philosophy. London: Routledge, pp. 53-60. ISBN 9781138828254.

Garland, Fae, and Mitchell Travis. 2018. Legislating intersex equality: Building the resilience of intersex people through law. Legal
Studies 38: 587-606. [CrossRef]

Garland, Fae, and Mitchell Travis. 2020a. Making the State Responsible: Intersex Embodiment, Medical Jurisdiction and State
Responsibility. Journal of Law and Society 47: 298-324. [CrossRef]

Garland, Fae, and Mitchell Travis. 2020b. A Jurisprudence of the Body: Emergencies, Emergence, and Intersex Embodiment. In A
Jurisprudence of the Body, 1st ed. London: Palgrave Macmillan Ltd.

Garland, Fae, and Mitchell Travis. 2023. Intersex Embodiment Legal Frameworks beyond Identity and Disorder. Bristol: Bristol University
Press. ISBN 9781529217391.

Garland, Fae, Kay Lalor, and Mitchell Travis. 2022. Intersex Activism, Medical Power/Knowledge and the Scalar Limitations of the
United Nations. Human Rights Law Review 22: ngac020. [CrossRef]

Goldberg, Daniel. 2020. Epistemic Injustice, Disability Stigma, and Public Health Law. In Disability, Health, Law and Bioethics.
Cambridge: Cambridge University Press.

Griffiths, David Andrew. 2023. Georgina Somerset, British Intersex history, and the I in LGBTQI. Journal of Homosexuality 23: 1-24.
[CrossRef]

Hegarty, Peter, and Cheryl Chase. 2000. Intersexed activism, feminism, and psychology: Opening a dialogue on theory, research, and
practice. Feminism & Psychology 10: 117-32. [CrossRef]

Hegarty, Peter, Marta Prandelli, Tove Lundberg, Lih-Mei Liao, Sarah Creighton, and Katrina Roen. 2021. Drawing the line between
essential and non-essential interventions on intersex characteristics with European healthcare professionals. Review of General
Psychology 25: 101-14. [CrossRef]

Holmes, Morgan. 2011. “The Intersex Enchiridion: Naming and Knowledge”. Somatechnics 1: 388-411. [CrossRef]

89



Soc. Sci. 2024, 13, 150

Lee, Peter A., Christopher P. Houk, S. Faisal Ahmed, Ieuan A. Hughes, and in collaboration with the participants in the International
Consensus Conference on Intersex organized by the Lawson Wilkins Pediatric Endocrine Society and the European Society for
Paediatric Endocrinology. 2006. Consensus Statement on Management of Intersex Disorders. Pediatrics 118: e488-e500. [CrossRef]
[PubMed]

Lundberg, Tove, Katrina Roen, Carina Kraft, and Peter Hegarty. 2021. How young people talk about their variations in sex characteris-
tics: Making the topic of intersex talkable via sex education. Sex Education 21: 1-16. [CrossRef]

Luzzi, Federico. 2021. Deception-Based Hermeneutical Injustice. Episteme, 1-9. [CrossRef]

Malatino, Hilary. 2019. Queer Embodiment: Monstrosity, Medical Violence, and Intersex Experience. Lincoln: Univesity of Nebraska Press.

Merrick, Teri. 2019. From ‘Intersex’ to “DSD’: A case of epistemic injustice. Synthese 196: 4429-47. [CrossRef]

Monro, Surya, Morgan Carpenter, Daniela Crocetti, Georgiann Davis, Fae Garland, David Griffiths, Peter Hegarty, Mitchell Travis,
Mauro Cabral Grinspan, and Peter Aggleton. 2021. Intersex: Cultural and social perspectives. Culture, Health & Sexuality 23:
431-40. [CrossRef]

Ni Mhuirthile, Tanya. 2018. Malta. In The Legal Status of Intersex Persons. Edited by Jens Scherpe, Anatol Dutta and T. Helms. Cambridge:
Intersentia, pp. 357-68. [CrossRef]

Ni Mhuirthile, Tanya, Maria Feeney, Mel Duffy, and Anthony Staines. 2022. Mapping the Lived Experiences of Intersex/Variations of Sex
Characteristics in Ireland: Contextualising Lay and Professional Knowledge to Enable Development of Appropriate Law and Policy. Dublin:
Dublin City Univesity, pp. 1-242.

Preves, Sharon. 2003. Intersex and Identity: The Contested Self. New Brunswick: Rutgers University Press.

Roen, Katrina, Tove Lundberg, Peter Hegarty, and Lih-Mei Liao. 2023. Whose responsibility is it to talk with children and young people
about intersex/differences in sex development? Young people’s, caregivers’” and health professionals’ perspectives. Frontiers in
Urology 3: 1089198. [CrossRef]

Saunders, Benjamin, Jenny Kitzinger, and Celia Kitzinger. 2015. Anonymising interview data: Challenges and compromise in practice.
Qualitative Research 15: 616-32. [CrossRef]

Streuli, Jiirg C., Effy Vayena, Yvonne Cavicchia-Balmer, and Johannes Huber. 2013. Shaping parents: Impact of contrasting professional
counseling on parents’ decision making for children with disorders of sex development. The Journal of Sexual Medicine 10: 1953-60.
[CrossRef] [PubMed]

Topp, Sarah S. 2013. Against the quiet revolution: The rhetorical construction of intersex individuals as disordered. Sexualities 16:
180-94. [CrossRef]

Viloria, Hida. 2017. Born Both: An Intersex Life. Boston: Hachette.

Zieminska, Renata. 2020. The Epistemic Injustice Expressed in ‘Normalizing’ Surgery on Children With Intersex Traits. Diametros 17:
52-65. [CrossRef]

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.

90



social sciences

Article

The Universal Periodic Review and the Ban on Intersex Genital
Mutilation in an African Context

Saskia Caroline Irene Ravesloot

Citation: Ravesloot, Saskia Caroline
Irene. 2024. The Universal Periodic
Review and the Ban on Intersex
Genital Mutilation in an African
Context. Social Sciences 13: 349.
https://doi.org/10.3390/
socscil3070349

Academic Editors: Surya Monro,
Tanya Ni Mhuirthile, Amets
Suess-Schwend, Fae Garland,
Daniela Crocetti, David Andrew

Griffiths and Katrina Roen

Received: 3 March 2024
Revised: 31 May 2024

Accepted: 31 May 2024
Published: 28 June 2024

Copyright: © 2024 by the author.
Licensee MDPI, Basel, Switzerland.
This article is an open access article
distributed under the terms and
conditions of the Creative Commons
Attribution (CC BY) license (https://
creativecommons.org/licenses /by /
40/).

International Development, Paris School of International Affairs, Sciences Po, 75337 Paris, France;
saskia.ravesloot@sciencespo.fr

Abstract: The Universal Periodic Review (UPR) assesses the human rights records of all 193 UN
Member States against the benchmark of the Universal Declaration of Human Rights and its core
human rights treaties. To date, more than 100,000 recommendations have been provided to states
under review (SUR) from peer Member States. Less than 1% address the rights of intersex persons.
Western countries issue most of these cases, followed by the Latin American and Caribbean countries.
African and Asian countries formulate a negligible number. This asymmetric data might mistakenly
support the assumption that Western countries care more about the rights of intersex persons than
non-Western countries. However, the recent groundbreaking Resolution on the Promotion and Pro-
tection of the Rights of Intersex Persons in Africa calls upon its states’ parties to stop nonconsensual
genital normalisation practices on intersex persons and considers these practices as mutilation. Inter-
sex genital mutilation (IGM) stands as a profound human rights infringement experienced by intersex
individuals, who undergo medical interventions often performed on their healthy bodies. The pri-
mary objective of such interventions is to enforce conformity to prevailing medical and sociocultural
norms pertaining to binary genders. I argue that Member States formulating recommendations
advocating for the ban on IGM should consider contextualised factors, especially with regards to
“informed consent”. This approach aims to enhance the persuasiveness of recommendations and
increase the likelihood of their acceptance by SUR. Through the analysis of twenty-nine IGM-related
UPR recommendations, this article addresses the effectiveness of the UPR in discussing intersex
rights and the ban on IGM, with a focus on Africa.

Keywords: human rights; informed consent; intersex; intersex genital mutilation (IGM); Universal
Periodic Review (UPR)

1. Introduction

This paper seeks to strengthen the effectiveness of efforts to eradicate intersex genital
mutilation (IGM) within the Universal Periodic Review (UPR) by advocating for contex-
tualised recommendations. IGM (Bauer et al. 2020, p. 726) is a human rights violation
experienced by intersex individuals, many of whom undergo medical surgery often con-
ducted against their will at a young age (UN Office of the High Commissioner for Human
Rights 2019, p. 4). The UPR evaluates UN Member States” human rights records against the
benchmark of the Universal Declaration of Human Rights (UN General Assembly 1948).
While the international human rights framework is increasingly emphasising intersex rights
(Zelayandia-Gonzalez 2023, p. 2) and the issue of intersex genital surgery (Jorge et al. 2021,
p- 679), the UPR process only generates a few IGM-related recommendations, which are
mainly provided by Western countries (Ravesloot 2022, p. 259). These cases share similari-
ties in content and formulation, with most recommendations stressing “informed consent”.
While their current number is limited, and discussions surrounding IGM are still emerging
within the UPR process, they are likely to increase in the future. I argue that current recom-
mendations supporting the prohibition of IGM risk reflecting a predominantly Western
perspective, which may prove ineffective in addressing IGM in non-Western contexts. This
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is particularly evident in the focus on informed consent which, within a Western framework,
requires competent, informed, and voluntary decisions on IGM by parents or the intersex
individual (Benson 2005). Such consent might not be obtained in a non-Western context as,
for example, in certain African countries where community input may form part of that
decision-making, due to the sociocultural environment that values collective interests over
individual rights (Akpa-Inyang and Chima 2021, p. 15). To advance this argument, this
article conducts a content analysis of twenty-nine recommendations related to IGM sourced
from the Universal Human Rights Index (UN Office of the High Commissioner for Human
Rights 2023). These recommendations, however, do not explicitly use the term IGM.! The
article assesses the suitability of these recommendations with the doctrine of informed
consent as outlined by Benson (2005, p. 36), particularly in non-Western contexts. It uses
the African context as a case study to address the question: are UPR recommendations
effective in ensuring competent, informed, and deliberate decisions about IGM?

The widely cited estimate of 1.7% for the prevalence of intersex individuals? originat-
ing from Faust-Sterling’s seminal work (Fausto-Sterling 2000), raises more questions about
its accuracy than about its origin. Calculated based on “a wide variety of populations”
(Garland and Travis 2023, p. 4), it is unclear whether African populations are included.
Moreover, the dearth of African research on the subject (Ellaithi et al. 2011, p. 267) further
compounds the issue, highlighting a significant gap in our understanding of intersexuality
beyond Western contexts. Likewise, most scholars denouncing the atrocities of IGM discuss
intersexuality predominantly in Western countries. Critical scientific literature is growing
in the West but remains sparse in Africa, where the literature is primarily situated in the
clinical (medical) field on intersex issues. However, change is imminent, given the recent
groundbreaking Resolution of the Human Rights Council (UN Human Rights Council
2024), and the landmark Resolution on the Promotion and Protection of the Rights of
Intersex Persons in Africa (African Commission on Human and Peoples’ Rights 2023). Both
resolutions support banning harmful practices and stress informed consent, although in
different terms. While utilising the term IGM deliberately and aligning with perspectives
from critical analyses (Monro et al. 2021) opposing IGM, this article makes a dual contri-
bution. Firstly, it enriches the UPR as a dialogue platform and bolsters its effectiveness by
advocating for intersex rights through adequate recommendations to ban IGM. Secondly,
while further exploring the use of the concept of informed consent, it offers new insights
into a significantly under-researched domain: the rights of intersex individuals in Africa
and how the concept of informed consent does not travel universally.

Defining informed consent in the African context is challenging because it stems from
the Western liberal tradition (Akpa-Inyang and Chima 2021, p. 8). In African societies,
community existence is fundamental, favouring collective rights over individualistic ideals
prevalent in the West (Akpa-Inyang and Chima 2021, p. 2). Simply replicating existing
UPR recommendations without questioning their effectiveness when addressed to non-
Western countries risks undermining meaningful dialogue on the ban on IGM. If UPR
recommendations disregard the community in seeking informed consent, efforts to ban
IGM might be less effective. Decision-making processes on IGM that do not contextualise
informed consent might even cause experiences of epistemic violence (Dotson 2011, p. 242),
and more specifically testimonial smothering (Dotson 2011, p. 244), from the intersex
person, silencing their own voice in favour of conforming with the community’s decision.?
Even when the community does not enforce a decision on the intersex person, there is the
risk that the intersex person anticipates the group’s desires, to the detriment of their own
wishes. Therefore, while Western models may not fit directly, adaptation is necessary and
possible for the African context, without dismissing the importance of informed consent
(Akpa-Inyang and Chima 2021, p. 15).

To leverage UPR recommendations in advocating for the prohibition of IGM in an
African context, the next section gives an overview of the literature on IGM and highlights
the gaps this article aims to fill. The subsequent section on the materials and methods
outlines the research approach. The results section shares findings on the limited and
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geographical asymmetric interest of the international community for intersex rights. It
then applies the concept of informed consent to the twenty-nine IGM-related UPR recom-
mendations. Next, the discussion section applies these findings to address the question:
Are the UPR recommendations effective in ensuring competent, informed, and deliberate
decisions about IGM in an African context? Finally, the article concludes by advocating for
UPR recommendations that are contextualised and reduce the risks of epistemic violence
for African intersex persons.

2. Context
2.1. Intersexuality in Africa

One of the few recent studies on the human rights situation of intersex persons in
Africa states that “While countries outside Africa have been progressive when it comes
to the rights of intersex persons, progress has been minimal in Africa”, with South Africa
and Kenya as exceptions and flag bearers in the protection of the rights of intersex persons
(Centre for Human Rights 2022, p. 5). Clinical studies on the prevalence of intersexuality in
Africa underscore the absence of data (Amolo et al. 2019, p. 1) and records (Ellaithi et al.
2011, p. 267). Ameyaw et al. (2019, p. 638) claim that their study in the Ashanti region
of Ghana conducted in 2019 “is to our knowledge the first to provide an estimate of DSD
incidence in infants born in sub-Saharan Africa.”* The lack of reported cases may stem
from the limited capabilities of many healthcare systems to diagnose, monitor, and report
on instances of intersexuality (Warne and Raza 2008, p. 228). Country-specific factors—
including poor healthcare facilities (Gnassingbe et al. 2009, p. 83), the lack of advanced
examinations and diagnostic tools to identify the child’s sex at hospitals (Warne and Raza
2008, p. 228), inadequately trained health service staff, including midwives (Ameyaw et al.
2019, p. 636), and the traditions of giving birth at home (Ameyaw et al. 2019, p. 638) rather
than in a hospital—all create challenges to gather data and lead to an underrepresentation
in the reported numbers of intersex infants. Furthermore, while “Many diagnoses have
to be made by informed guesswork” (Warne and Raza 2008, p. 228), these diagnoses may
occur only later in the life of the intersex child or adult (Gnassingbe et al. 2009, p. 83;
Warne and Raza 2008, p. 234). Recent studies estimate the median age for the identification
of an intersex person at around 6.5 years, and this identification may even occur during
adolescence (Hansen et al. 2022, p. 189). While some studies highlight that “surgeries
are a common practice” (Centre for Human Rights 2022, p. 8) in Africa, this delay in the
identification of intersexuality supports the suggestion that surgical interventions at an
early age are not a standardised medical procedure (Kraus 2013, p. 91).

The literature on the care and future prospects of intersex newborns in Africa is
limited, especially from a cross-cultural perspective (Edgerton 1964, p. 1289). Warne and
Raza (2008, p. 234), in their clinical analysis of intersexuality across resource-rich and
resource-poor countries, acknowledge the diverse perspectives within African societies,
in addition to various legal frameworks (Phele 2016, p. 55)° and cultural beliefs. They
argue that poverty and the quality of social security, medical, and education systems have
a greater impact on perceptions of intersexuality than sociocultural factors, such as religion
or culture (Warne and Raza 2008, p. 234). Edgerton suggests that societies exhibit diverse
responses to intersexuality. In his early anthropological examination of the responses to
intersexuality of the Pokot in Kenya, he stresses that they view life in terms of physical
sexuality, reproduction, and economic utility. He notes that intersex children were often
killed, although in some cases they were allowed to survive (Edgerton 1964, p. 1298). In
settings where the killing of intersex newborns persists, Behrens (2020, p. 2) argues that
surgical intervention may be justifiable under certain conditions, to respect the best interest
of the child and save the child’s life. Conversely, it is essential to recognise that expensive
medical interventions may not necessarily be the first concern for the parents of an intersex
child; at times the child might even die before seeing a doctor (Warne and Raza 2008, p. 231).
In rural communities, which are often resource-poor environments, families may first seek
affordable alternative treatments or solutions and consult medical providers only as a last
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resort (Warne and Raza 2008, p. 230). Moreover, surgery itself is no guarantee of saving a
child’s life. In Africa, where paediatric surgery is not widely taught (Kraus 2013, p. 91) and
only a few paediatricians operate (Gnassingbe et al. 2009, p. 83), surgical intervention on
intersex children is no routine practice and “remains a life-threatening situation” (Kraus
2013, p. 91).

Due to limited financial resources and technical skills, Western paediatricians occa-
sionally conduct the medical interventions. In her study in West Africa on hypospadias®
treatment by French medical professionals, Kraus (2013, p. 91) stresses the strong impetus
from Western doctors who apply their advanced techniques on intersex persons. Kraus’
research highlights how surgeons can impact societal norms and beliefs about what is
considered normal or acceptable in terms of ideals of sex, gender, and reproductive het-
erosexuality. She reports that since the mid-1990s, when the surgical missions became
“popular”, they have delivered quality surgical care and long-term follow-up for approx-
imatively 160 “patients” per year (Kraus 2013, p. 85). She questions, however, whether
patients would have visited the hospital without the French surgeons (Kraus 2013, p. 92).
Gnassingbe et al. (2009, p. 83) report that African paediatric surgeons, with or without
financial support from non-governmental organisations (NGOs), refer intersex persons to
developed countries for treatment. They note that “At times NGOs also collaborate with
their western partners to carry out benevolent health expeditions for local treatment of pa-
tients suffering from congenital abnormalities, including intersex in Africa.” They report on
a workshop held in a hospital in Togo in December 2006, which received a total of 107 partic-
ipants: five French professors of paediatric surgery, sixty-two African paediatric surgeons,
and forty African general surgeons (Gnassingbe et al. 2009, pp. 83-84). Intersex persons
were invited to be operated on “free of charge” during the workshop, which introduced
new (Western) technologies and transferred the accompanying knowledge to treat cases of
intersexuality. Only one out of six “patients” did not give their consent and “refused to be
feminised”. Regarding the other “patients” it is merely assumed that they provided their
consent in a competent, informed, and voluntary way, the three preconditions for informed
consent, as will be explained below.

This overview of the limited literature on intersexuality and IGM within the African
context touches upon the multifaceted dimensions that underpin the challenges faced by
African societies in addressing intersexuality. Primarily, these challenges include diverse
perspectives toward intersexuality, requiring the need for nuanced knowledge about both
socio-economic factors (e.g., poverty, social welfare systems, education) and sociocultural
dynamics (e.g., values, beliefs, religion, traditions) that influence a society’s approach to
intersexuality. Secondly, the literature suggests a critical need to assess the disparities in
resources and the availability of medically skilled personnel, since a lack of resources and
staff might increase the risk of Western support and practices, including harmful ones.
These insights suggest that analysis of UPR recommendations targeting the prohibition
of IGM should contextualize these recommendations according to both socio-economic
and sociocultural factors, especially when intending to foster competent, informed, and
deliberate decision-making on IGM. The subsequent section will delve into the concepts
of informed consent, epistemic violence, and, in particular, testimonial smothering, as the
latter is a potential negative experience of the intersex person, whereas informed consent is
understood from a Western perspective.

2.2. Informed Consent and Epistemic Violence

A significant number of scholars address intersexuality through a human rights and
ethical lens and establish a robust human rights-based argument against IGM (e.g., Bauer,
Carpenter, Crocetti, Fox, Garland, Ghattas, Horowicz, Slokenberga, Thomson, Travis, and
Truffer) (Monro et al. 2021, p. 432). Human rights frequently cited as at risk include:
freedom from discrimination; protection from torture and other cruel, harmful or degrad-
ing treatment; and the right to health. An additional critical human right is the right
to “informed consent”. Zucker (1999, p. 2) highlights that some critics advocate for a
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suspension of surgery “until the status of previously treated patients are followed-up with
greater precision.” Beh and Diamond (2000, pp. 3—4) discuss the “doctrine of informed
consent”, focusing on parents’ consent to perform surgery on their intersex child. Con-
versely, Carpenter (2018, p. 208) identifies the individual right to informed consent as
a fundamental human right and defends the physical integrity of intersex children and
adults, underscoring that the prohibition of medical interventions excludes essential, life-
preserving procedures. Benson (2005, p. 36) scrutinises the rights of intersex persons under
the “doctrine of informed consent”. She stresses that informed consent should safeguard
a patient’s right to bodily integrity, self-determination, and the right to decline medical
treatment deemed unwanted. Based on the legal concept of informed consent, Benson
underscores three preconditions. Firstly, the decision to undergo IGM, or a parent’s decision
to subject a child to IGM, should be informed, including information about alternative
solutions and relying on adequate information; next, this decision should be made (by
the parents) in a voluntary way, without coercion; lastly, the decision should be made by
the intersex person or the parents in a competent way, demonstrating an understanding
of the nature, scope, and likely consequences of the consented action. Beauchamp and
Childress (2001, pp. 69-74) stress that competent decisions include acknowledgement of
the potential consequences and that “Inquiries about competence focus on whether patients
or potential subjects are capable, psychologically or legally, of adequate decision-making.”
The conundrum, however, is that even when these requirements are completed, there is
still a risk that the decision is not taken genuinely, due to the hidden process of testimonial
smothering, a form of epistemic violence.

Epistemic violence, originally coined by Gayatri C. Spivak (Brunner 2021, p. 195), is
further developed by Kristie Dotson (2011, p. 238), who defines that “Epistemic violence
in testimony is a refusal, intentional or unintentional, of an audience to communicatively
reciprocate a linguistic exchange owing to pernicious ignorance.” In the context of intersex
persons, epistemic violence might appear when the audience (medical staff and parents)
refuses or avoids communicating with the knower (the intersex person) in a transparent
manner. Disengaging from any transparent dialogue occurs intentionally or unintentionally
and can be caused by a lack of appropriate knowledge by medical staff and parents
regarding knowledge that is owned only by the intersex person. Epistemic violence might
also occur when intersex persons are silenced, or unable to express their experiences or
personal will, because the medical staff act on harmful biases relating to gender, age,
or ethnicity. When doctors lack knowledge or diffuse harmful biases, there is a risk of
miscommunication resulting in epistemic violence when the intersex person experiences
damaging effects, including IGM.

One specific form of epistemic violence is coined by Dotson (2011, p. 238) as “tes-
timonial smothering”. Dotson (2011, p. 244) describes this form of epistemic violence
as “the truncating of one’s own testimony in order to ensure that the testimony contains
only content for which one’s audience demonstrates testimonial competence.” From the
perspective of the intersex person, self-censorship can occur if the person chooses to with-
hold their thoughts (an authentic decision about the consent), because they believe that
their audience may not understand their true decision. In their recent book on intersex
embodiment, Garland and Travis (2023, p. 45) share an example of an intersex child who
believes that, by holding back, the child’s parents will be spared from feeling incapable
of understanding the child’s authentic wishes: “When you are seven and you realize that
your mother especially and also your father are very stressed, everybody is stressed and
it has to do with your genitals, and then you consent out of wish to please or to take this
stress away. Everybody knows that most children are doing things because they want to be
accepted or liked or because they want to please their parents, and the doctors.”

3. Materials and Methods

Qualitative research was conducted on the data retrieved from the Universal Hu-
man Rights Index (UN Office of the High Commissioner for Human Rights 2023). Out
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of a total of 101,132 UPR recommendations issued since 2008, 3835 cases related to the
group “Lesbian, gay, bisexual and transgender and intersex persons (LGBTI)” were ini-
tially selected. These cases formed the basis for an additional selection based on a set of
terms related to medical interventions’, resulting in 216 cases. After removing duplicate
recommendations, only 176 distinct UPR recommendations remained. The next step re-
moved UPR recommendations that were not related to IGM. Cases that were excluded
involved transsexual persons, legal recognition, the broader right to health and healthcare
services, or self-determination of gender identity (mentioned independently). Maintaining
a strict focus on IGM enabled comprehensive assessment of recommendations specifically
targeting medical interventions for intersex individuals. The ultimate dataset comprised
twenty-nine recommendations, involving twelve recommending states and eighteen states
under review (SUR). Singular recommendations appeared in 2014 and 2018. In 2019, a
notable increase occurred with ten recommendations, succeeded by two cases in 2020,
seven in 2021, five in 2022, and three in 2023. This dataset served as the foundation for a
content analysis of each recommendation, using the qualitative data analysis application
Atlas.ti. I applied the legal concept of informed consent, as outlined by Benson (2005, p. 36),
which requires the decision to be made in a competent, informed, and voluntary manner.
The UPR recommendations were then further analysed regarding their potential to cause
epistemic violence, based on Kristie Dotson’s distinction of testimonial smothering as a
form of epistemic violence in testimony (Dotson 2011, p. 244).

4. Results

The examination of all twenty-nine UPR recommendations concerning IGM reveals a
predominant trend wherein none of the recommendations were issued by African countries.
The absence of such recommendations is a crucial element to consider. These missing
data underscore the dominant influence of Western countries in the discourse on IGM.
Moreover, this absence prompts a critical examination of whose voices are heard and
whose experiences are overlooked in discussions about IGM. With the anticipated increase
in UPR recommendations on IGM, particularly considering the recent adoption of the
two resolutions (UN Human Rights Council 2024; African Commission on Human and
Peoples’ Rights 2023), there is the potential that existing recommendations influenced
by Western perspectives on informed consent may be merely replicated. This replication
could occur without the necessary dialogue and without incorporating context-specific
recommendations tailored to the diverse realities of African nations and would be less
effective in offering protection from IGM.

As the data show in Figure 1, most recommendations were originated by and directed
towards Western countries. Six cases were issued by countries from Latin America and the
remaining twenty-three cases were formulated by Western countries. Malta® and Iceland’
leading by example, each issued six recommendations. These two countries are among
the first to draft legislation on protecting intersex children from nonconsensual medical
interventions (Carpenter 2024, p. 14). On the receiving side, the analysis indicates that of
the eighteen SUR, half of the recommendations were provided to four countries, namely
Austria (four cases), Costa Rica (four cases), Finland (three cases), and Switzerland (three
cases), directing the recommendations predominantly towards Western countries. Among
the remaining recommendations (fifteen), only two were received by African countries
(South Africa and Zimbabwe).

The data further indicate that among the few UPR recommendations that target the
ban on IGM, several were identical. This is true for recommendations that advise states
to “End harmful practices, including forced and coercive medical interventions, to ensure
the bodily integrity of children with intersex variations”. Two were issued by Iceland, one
addressed to Austria and one to Australia in 2021, and one recommendation was received
by South Africa in 2022. An additional identical case was issued by Iceland and addressed
to Costa Rica in 2019 and by Malta to Austria in 2021: “Prohibit any practice that modifies
a person’s sex characteristics without irrefutable medical reasons and the full and informed
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consent of the person affected”. A third identical recommendation was formulated by Malta
and addressed in 2019 to Costa Rica and Slovenia, requiring the states to “Work towards
ending protocols that aim to ‘normalize” intersex bodies through harmful and medical
practices including nonconsensual surgeries”. Among the cited identical recommendations,
it is noteworthy that only one recommendation was received by an African country (South
Africa) and that all were issued by Western countries. These examples reveal the recurring
pattern of duplicating existing recommendations and justify the concern that this practice
could overlook specific contextual nuances in the future.
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Figure 1. Provenance and destination of IGM-related UPR recommendations. Source: Own analysis
using Atlas.ti, December 2023. SUR: state under review, REC: recommending state.

The content analysis of the twenty-nine UPR recommendations related to IGM re-
sulted in thirty-nine observations across the entire dataset, as highlighted in Table 1. The
findings were categorised into five groups. Group 1 covered recommendations that in-
corporated all three components (competent, informed, and voluntary). Group 2 related
to recommendations including the “competent” and “informed” components. Group 3
highlighted recommendations that stressed the significance of the components “informed”
and “voluntary”. Finally, group 4 and group 5 referred to recommendations encompass-
ing the components “voluntary” and “competent,” respectively. These groups are briefly
analysed below.

Table 1. Findings categorised into five groups.

Group 1 Group 2 Group 3 Group 4 Group 5
(One Case)  (Eight Cases) (One Case) (Eleven Cases) (Seven Cases)
Competent X X X
Informed X X X
Voluntary X X X

Source: Own categorisation, December 2023.

Group 1: Only one recommendation covered all three components: competent, in-
formed, and voluntary. Recommendation 147.229 issued by the Russian Federation and
addressed to Spain in 2018, reads as follows: “Prohibit non-consensual medical interventions
performed on intersex people until the person in question is old enough to grant their free and
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informed consent, unless the intervention is absolutely necessary for the development of
their vital functions.” (italics added).

Group 2: Eight recommendations mentioned the concepts “competent” and “in-
formed”. With respect to the component “competent”, the cases highlighted that the
consent should be “duly” given (one case) or “full” (two cases); that it should ensure
(meaningful) participation in decision-making (three cases); and that it should not occur
before they are able to give consent (two cases). As for references to the term “informed”,
the following wording was used: “that children and parents are informed about all options”
(one case) and “informed consent” (seven cases).

Group 3: Only one recommendation emphasised the terms “informed” and “volun-
tary”: “138.209 Adopt measures to guarantee the physical integrity and bodily autonomy
of intersex people and prohibit unnecessary medical procedures without their free and
informed consent” (italics added). In 2022, this recommendation was issued by Finland and
addressed to Mexico.

Group 4: Eleven recommendations solely referred to the component “voluntary”, en-
compassing various descriptions. The terminology mostly used is “non-consensual” (seven
mentions), followed by “forced and coercive” (three mentions), and only one mentioned
the term “involuntary”. The latter was the case for recommendation 111.106 issued by
Australia and addressed to Costa Rica in 2019: “Increase efforts to reduce the societal stigma
faced by lesbian, gay, bisexual, transgender and intersex people and eradicate involuntary
surgical procedures to ‘normalize’ the bodies of intersex people” (italics added).

Group 5: The last category comprised seven cases referencing the term “competent”,
in one form or another. Four of these forms refer to intersex children or minors and
highlight the importance of “the manifestation of their gender identity”, the age where they
can consent”, the “right to self-determination” (two cases), or “participation in decision-
making”. Another recommendation contains the expression “full consent”.

Table 1 below summarises the references to competent, informed, and voluntary
consent, organised by group. This summary indicates that most references included the
components “competent” (sixteen observations), followed by “informed” (ten observations)
and “voluntary” (thirteen observations). Only one recommendation encompasses all three
required elements of informed consent.

The next section discusses the significance of these findings and strategies to ensure
that informed consent truly represents the individual’s intentions and can travel beyond a
Western understanding.

5. Discussion

The discussion revolves around the implications of the findings: that only two African
countries received recommendations related to IGM, and no African country issued an
IGM-related recommendation. With the anticipated proliferation of UPR recommendations
on IGM, mainly targeting the concept of informed consent risks replicating the Western
ideation that will not succeed in protecting intersex persons from IGM in other contexts.
As such, each component of informed consent is examined here, identifying its limitations
when applied to a non-Western context, particularly the African context. Throughout this
assessment, I will refer to the landmark Resolution on the Promotion and Protection of the
Rights of Intersex Persons in Africa (African Commission on Human and Peoples’ Rights
2023). I will also articulate the concern regarding the potential risk of self-censorship—a
manifestation of epistemic violence labelled as testimonial smothering (Dotson 2011, p. 244).
I start by reflecting on the person who gives informed consent.

5.1. Informed Consent

Focusing on the responsibility of the intersex person to provide consent assumes
that the subaltern (the intersex person) can speak, to use the seminal words of Spivak
(1988). When all criteria are fulfilled (competent, informed, and voluntary), the question
remains: Whose consent is at stake? The Resolution on the Promotion and Protection of
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the Rights of Intersex Persons in Africa may provide guidance. Across the points of the
Resolution, the mention of consent encompasses all three components. References to the
components “voluntary” and “competent” appear in point 2 of the Resolution: “Stop non-
consensual genital normalization practices on intersex persons, such as surgical, hormonal
and sterilization procedures that alter the sexual characteristics of intersex persons and
ensure respect for their rights to make their own decisions regarding their bodily integrity,
physical autonomy and self-determination” (italics added). While point 2 does not make a
reference to the intersex person’s age, point 3 focuses on intersex minors and articulates
that the consent needs to come from parents: “Ensure that any action concerning an intersex
minor is carried out with the permission of the parents and after medical analysis, taking strict
account of the best interests of the child” (italics added). Notwithstanding the reference
to the best interest of the child, these two points lack clarity on whether consent should
also come from the intersex child. In practice, genital surgery decisions involve parents but
may not include the child’s direct input (Warne and Raza 2008, p. 234; Swarr 2023, p. 149).
Even when the child initially provides voluntary and competent consent, it is possible
that, according to point 3, such consent may be overridden by the parents’ non-consent. In
the recommendation of group 1 (including all three components), the consent explicitly
conditions that the intersex person be old enough to grant free and informed consent.
This is an essential aspect to consider when formulating effective UPR recommendations
on IGM.

5.2. Consent Given in a Competent Manner

The various references to consent given in a competent way, as highlighted for group
2 (competent and informed) and group 5 (competent), allow for the mitigation of some of
the risks mentioned above. While the interpretations of “duly” given and “full” consent are
subject to debate, a more precise approach to guaranteeing consent given in a competent
way is by emphasising the subject’s meaningful participation in decision-making processes
about IGM. However, since practices for gender assignment vary across cultures (Edgerton
1964, p. 1298), sociocultural factors can compromise the right to meaningfully participate
in decision-making. In Kenya, among the Pokot, the gender of a child is shared with the
community from the moment of birth (Edgerton 1964, p. 1294). Conversely, in Ghana,
parents have more time before the child’s gender is revealed publicly (Ameyaw et al. 2019,
p- 638). Overall, parents tend to reveal the gender of the child soon after birth. When
parents decide to subject their child to IGM, they may infringe upon the child’s rights,
especially since newborns cannot meaningfully participate in such decisions (Monro et al.
2021, pp. 435-36). Recommendation 39.294, from Malta to Switzerland in 2023, suggests a
way to ensure a child’s meaningful participation in decision-making: “Consider explicitly
prohibiting non-emergency, invasive and irreversible surgery or treatments with harmful
effects on infants and children with variations in sex characteristics and ensure that these
surgeries or treatments are postponed until the children can meaningfully participate in
decision-making and give their informed consent” (italics added). References to the child’s
right to self-determination and gender identity, as in the recommendations 138.210 (Iceland
to Finland in 2022)!° and 111.107 (Portugal to Costa Rica in 2019)'!, provide another model
to increase a child’s meaningful participation in the decision to undergo IGM.

To mitigate the risk that the child’s rights are violated during decision-making about
medical interventions, the optimal measure is to delay this decision until the child can
provide competent consent (Centre for Human Rights 2022, pp. 12-13). In a Kenyan study
from 2019, intersex persons share their wish to postpone surgery until puberty, which
allows them to review medical test results and interpret their dominant sex characteristics
before consenting to any medical or surgical intervention (Amolo et al. 2019, p. 7). To
ensure that the intersex child can participate meaningfully in decision-making, there needs
to be an agreement on when a child is mature enough. While a child’s age of maturity
varies across cultures, there is still the risk that the family can overrule any individual
decision regardless the child’s age, maturity, or ability to decide. To counter this risk,
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additional reference to the protection of bodily integrity, autonomy, and self-determination
are valuable, as in the recommendation 156.158, issued by Malta and addressed to Sweden
in 2020: “Protect children’s rights to bodily integrity, autonomy and self-determination by
ensuring, by legislation or otherwise, that non-vital surgical or other medical procedures
on intersex infants are not performed before they are able to provide their informed consent”
(italics added). As such, there is a supplementary safeguard defending the child’s own
wishes while protecting the child against those of the wider community.

5.3. Consent Given in an Informed Way

The requirement to provide sufficient adequate information to the parents or to the
intersex person frequently appears in the recommendations categorised under groups 2
(informed and voluntary) and 3 (voluntary). As highlighted above, achieving consent in
Africa is often a collective process (Akpa-Inyang and Chima 2021, p. 15), i.e., a consensus
among different parties who all need information about the treatments, possible outcomes,
and alternatives. Occasionally, key stakeholders, such as the family and community leaders,
postpone naming the child and assigning its gender until they have sufficient information to
discuss how to ensure the infant’s acceptance within the family and community (Ameyaw
et al. 2019, p. 638). This raises a critical question: Who shares this information? The
new Resolution provides insights and underscores this information’s significance in two
ways. First, point 7 stresses the importance of capacity building for healthcare personnel
to deliver necessary and sufficient information to parents and children, especially with
regard to prenatal counselling and support services, while “respecting the autonomy,
psychological integrity and sexual characteristics of the intersex person”. Second, point 9
(African Commission on Human and Peoples’ Rights 2023) highlights the need to “Ensure
intersex people’s right to full information, including access to their own medical records
and history”. There is a shared concern that more skilled medical staff (Hansen et al. 2022,
p- 191) and training centres are needed in Africa (Ameyaw et al. 2019, p. 638) to share
adequate information.

More important, however, is the question of who produces this information. The
competence of African doctors is doubted by Gnassingbe et al. (2009, p. 83) who note that,
because there are only four paediatric surgeons per African country, intersex children “are
treated most of the time by urologists, who are not competent in this regard”. As illustrated
in the articles of Kraus (2013, p. 85) and Gnassingbe et al. (2009, p. 83) knowledge and
information from the Global North may be used. Enabling informed consent through the
transfer of knowledge from the Global North to the Global South may be questionable in
a context where local medical staff lack the technical know-how for appropriate medical
interventions and knowledge about the consequences of IGM. This assertion holds even
more validity in situations of knowledge sharing, as illustrated by the clinical workshop
in Togo (Gnassingbe et al. 2009), where capacity building and training included IGM.
Bridging knowledge gaps by using advanced technologies from the Global North, explained
by Western (French) professors to African medics, focuses on optimising the surgical
interventions. Such “surgical safaris” (Kraus 2013, p. 85) pose a problem, stressing the
power relation between Western paediatrics (pioneering) and African medics (passive
receivers of knowledge), creating an enabling environment for epistemic violence, and more
specifically testimonial smothering experienced by African doctors and intersex persons.

Testimonial smothering may arise when Western specialists, collaborating with African
medics, disregard, underestimate, or overlook the insights and expertise of African doc-
tors, whether unintentionally or intentionally due to discriminatory biases. This may
have negative consequences for the African doctors who, consequently, silence their own
voices and disengage from the communication, allowing potential IGM to go unaddressed.
Conversely, while interacting with Western paediatrics, African doctors may refrain from
explaining features of African society, anticipating that such aspects are difficult to under-
stand for doctors who are not familiar with a country’s duties and traditions. This may
result in flawed conversations about options and alternatives for medical interventions
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or surgery on intersex persons. In this scenario, the intersex individual may become a
casualty of power dynamics, potentially abandoned to the care of a foreign doctor who
lacks understanding of the local context, and more specifically of the interests and needs
of the intersex individual. Moreover, medical interventions from foreign paediatricians
may increase the knowledge gap between the doctor and the intersex person, depriving
the patient or the patient’s parents of a valid interlocutor. Intersex persons may find it
more challenging to grasp information from someone who is unfamiliar with the intersex
person’s culture. Even more critical is the expectation that the intersex person—who may
live in poverty and lack basic education and literacy skills—understands the meaning of
the proposed medical intervention and can anticipate the consequences. This potential
knowledge gap exacerbates existing unequal power relations between the intersex person
and the medics, potentially creating conditions for testimonial smothering experienced
by the intersex person, who might keep silent to conceal a lack of understanding of the
options and consequences of medical interventions or surgery. Finally, the emphasis on
medical interventions and surgery as the response to intersexuality excludes alternative
solutions from the conversation between the intersex person and foreign medical staff.

Only one of the ten IGM-related recommendations referring to informed consent
specifically mentions that alternative solutions must be provided. This is the case for
Recommendation 57.162, provided by Chile to Ireland in 2021: “Develop a health-care
protocol for intersex children, based on human rights, that ensures that children and parents
are informed about all options and that children participate in decision-making, thus avoiding
subjecting intersex children to irreversible interventions and medically unnecessary surgical
procedures” (italics added). All the other cases simply mention informed consent, leaving
the risks of testimonial smothering unaddressed. To mitigate these risks, I argue that UPR
recommendations should stress the need for comprehensive and adequate information,
including references to alternative solutions, when advocating for the prohibition of IGM.
Furthermore, these recommendations should require such information to be provided
by medical professionals who are trained and familiar with the specific context of the
intersex individual.

5.4. Consent Given on a Voluntary Basis

Nonconsensual medical interventions occur in Africa (African Commission on Human
and Peoples’ Rights 2023). In her study in South Africa, Baird (2021, p. 373) finds that
“These surgeries are performed without the consent of the child and at times without the
consent of the parent/s and/or guardians, often resulting in life-long medical complications
and mental trauma.” In the fight against IGM, the Resolution (African Commission on
Human and Peoples’ Rights 2023) warns “that non-consensual and unnecessary surgical
and other genital normalization procedures performed on intersex persons, in a medical or
other setting, may cause them lifelong physical and psychological suffering, permanent
sterility, incontinence, and loss of sexual pleasure”. Point 2 of the Resolution (African
Commission on Human and Peoples’ Rights 2023) calls for a ban on nonconsensual IGM,
where “State Parties to the African Charter have the obligation to recognize the rights,
duties and freedoms guaranteed by the African Charter by adopting legislative or other
measures to implement them”. There are two layers at stake here for the intersex person in
cases where their consent is requested before surgery: their duties towards their parents,
and their duties those towards the community.!? Both layers may result in testimonial
smothering: children obeying their parents’ will, and parents feeling pressured to conform
to the sociocultural context and the will of the community. According to Warne and Raza
(2008), traditional values and beliefs may hold significant influence across diverse cultures.
While emphasising the scientific and technical complexity of intersexuality and arguing that
local communities may struggle to grasp this complexity, decisions on medical interventions
may become entangled with myths, misconceptions, and taboos, directing involved parties
to faith healers, shrines, and sources of magic (Warne and Raza 2008, p. 230). Such an
environment can disrupt communications among the community, parents, and the intersex
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person, who may silence their voice in favour of the will of the family and community.
This, however, does not mean that the community will opt for any medical intervention.
Nevertheless, there is a lack of clarity around the alternative solutions pursued and their
potential to harm the intersex individual.

The salient role of the parents, family, and local communities has been stressed in
most of the cited studies. In resource-poor environments, various aspects impact decisions
regarding IGM, both for parents of intersex children and for intersex adults. These include
lack of funds to finance medical interventions (Amolo et al. 2019, p. 7), the parents’
preference for a boy (Hansen et al. 2022, p. 190), sociocultural pressure, and fear of
discrimination (Warne and Raza 2008, p. 231). However, is parental consent for their
intersex child to undergo a medical intervention, such as IGM, genuinely voluntary, when
consent is given to comply with the prevailing sociocultural norms? Parents might constrain
their choice and obey the expectations of the community, which overrules any “free”
parental consent or consent from the intersex child. One might question how much free will
remains for the intersex person in an African context to decide on their own bodily integrity.

None of the UPR recommendations claiming voluntary consent, as in group 3 (in-
formed and voluntary) and 4 (voluntary), confront this risk. References to nonconsensual,
forced, and coercive or involuntary consent are insufficient in an African context. For
example, UPR recommendation 122.102, provided by New Zealand to Chili in 2019, does
not specify who should give this consent: “Consider putting an end to non-consensual
medical procedures which affect intersex persons”. UPR recommendations should explic-
itly mention that the consent should come from the intersex person. Nevertheless, even
when the intersex person consents, there is no guarantee that this consent truly reflects the
preferences of the intersex person. To avoid testimonial smothering, UPR recommendations
should refer to competent, informed, and voluntary consent given by the intersex person,
while also recommending accompanying measures to raise awareness and build capacities.
These measures should target the intersex persons, parents, families, and communities to
create conditions for the intersex person to be able to make an authentic decision. This
suggestion is backed by the Resolution, in point 11, i.e., “Raise awareness of intersex issues
and the rights of intersex persons in society”.

6. Conclusions

Based on the content analysis of the twenty-nine IGM-related cases, I argue that
advocating for the respect of the universal human right of informed consent is a Western
response to IGM that may not completely capture the priorities and requirements in non-
Western settings; as such, it will consequently fail to achieve its objective: genuine informed
consent. While this analysis is built on only a few cases, it opens up an area of inquiry
moving forward, as more IGM-related recommendations will be formulated, particularly
with the recent African Union Resolution (African Commission on Human and Peoples’
Rights 2023) that explicitly highlights the ban on IGM. Future recommendations should
capture the substantial needs of intersex children and adults, and ensure that genuine
consent is given in a competent, informed and voluntary way. There is a risk that Western
countries will continue to produce the majority of IGM-related UPR recommendations,
which may create a perceived political skew and risks undermining the spirit of the UPR
process, which is meant to be a dialogue. Additionally, countries with limited interest in the
rights of intersex persons may disengage from the dialogue, while concealing human rights
violations. Some human rights violations will be addressed, while others remain hidden,
which may lead some to conclude that IGM is merely a Western concern. There is an urgent
need to foster meaningful dialogue and develop recommendations that are sensitive to
the unique sociocultural contexts of African countries, ensuring that the voices and needs
of all stakeholders, including those of intersex individuals, are adequately represented
and addressed.

In an African context, decisions regarding medical interventions for intersex children
frequently exclude the intersex individual from the decision-making process. Decision-
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making often requires wide consultation among family members and the community. This
collective process reduces the probability that the ultimate decisions about medical inter-
ventions and surgery represent the individual wish of the intersex person. This likelihood
of obtaining genuine consent requires first that the decision is made in a competent way.
This means that the (parents of the) intersex person understand the consequences and
participate meaningfully in the decision-making process. A prerequisite for meeting this
criterion is to delay decisions about medical interventions until the intersex child is old
enough to make their own decisions. This approach rules out IGM for infants unless there
is a life-threatening situation. In addition, decisions about medical interventions or surgery
on intersex persons require adequate information that allows the intersex individual, or
their parents, to understand the treatment and to assess alternative solutions. Capacity
building is required for all parties involved, i.e., the medical staff, the parents, the extended
family, and the community, to ensure appropriate knowledge sharing and transparent
communication. Thirdly, decisions should be made on a voluntary basis. In an African
context, however, free decisions about medical interventions or surgery are scarce, due to
the importance of sociocultural context. Therefore, any UPR recommendation pursuing
the ban on IGM should guarantee that the decision can be made in a competent, informed,
and voluntary manner, while also recommending measures to safeguard the intersex per-
son’s ability to decide, and to ensure that this decision is respected by parents, families,
and communities.
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Notes

1

An analysis of the terms found in IGM-related UPR recommendations (Ravesloot 2022) reveals that “normalising surgery”,
“gender-normalising surgery”, or “medical interventions” are commonly mentioned.

Diverse definitions of intersex contribute to varying estimates (Blackless et al. 2000).

Both concepts are explained further in the text and build on the work of Kristie Dotson. She defines epistemic violence as “a
failure of an audience to communicatively reciprocate, either intentionally or unintentionally, in linguistic exchanges owning to
pernicious ignorance” (Dotson 2011, p. 242). Dotson identifies testimonial smothering as “the truncating of one’s own testimony
in order to insure that the testimony contains only content for which one’s audience demonstrates testimonial competence.”
(Dotson 2011, p. 244).

DSD stands for Disorders of Sex Development a medical term used to describe variations of sex characteristics, or intersex. I
avoid using this term as it places intersexuality within a medical context. In contrast, intersex “allows for a greater discussion of
the social and cultural understandings that are associated with the term, including issues around sex and gender (Garland and
Travis 2023, p. 5).

Phele (2016, p. 55) in Botswana explores the rights of intersex individuals, particularly concerning official documentation and
notices that their rights are often neglected in laws and policies.

According to (Cynthia Kraus 2013, p. 86), hypospadias is a variation of sex characteristic “in which the urethral opening is not
located on the tip of the glans”.

Following terms were used: medical, surg (encompassing variations such as surgery, surgeries, or surgical), variation, harm,
characteristic, norm (encompassing normalizing, or normalization), reassignment and sterilization.

In 2015, Malta (n.d.) adopted The Maltese Gender Identity, Gender Expression and Sex Characteristics Act of 2015. ACT XI of
2015, as amended by Acts XX of 2015 and LVI of 2016 and XIII of 2018. The Act states in Article 14 that “It shall be unlawful
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for medical practitioners or other professionals to conduct any sex assignment treatment and, or surgical intervention on the
sex characteristics of a minor which treatment and, or intervention can be deferred until the person to be treated can provide
informed consent: Provided that such sex assignment treatment and, or surgical intervention on the sex characteristics of the
minor shall be conducted if the minor gives informed consent through the person exercising parental authority or the tutor of
the minor.”

9 Iceland adopted in 2019 the Act on Gender Autonomy, No. 80/2019 as amended by Act No. 159/2019, No. 152/2020, and No.
154/2020 (Act on Gender Autonomy 2019). The Act states in Article 11 that “Permanent changes on genitals, gonads or other sex
characteristics of persons 16 years or older are prohibited without their written consent.”

10 “138.210 Respect intersex children’s right to self-determination and ban unnecessary surgeries.”

1 “111.107 Continue its efforts for the protection of the rights of lesbian, gay, bisexual, transgender and intersex persons, namely by
recognizing the right of intersex persons to gender identity self-determination and gender expression, inter alia by prohibiting
the performance of surgical or pharmacological interventions on children before the manifestation of their gender identity”.

12 The African Charter on Human and Peoples’ Rights (ACHPR) precises in its article 27 that the (intersex) individuals are obligated
to fulfil responsibilities to both their family and society and to exercise their rights and freedoms according to the prevailing
morality and common interest (Organisation of African Union 1981).
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Abstract: Human rights organisations raise concerns about medical interventions on children with
intersex variations, particularly when these interventions impinge on the child’s bodily autonomy
and are without a sound biomedical basis. Psychosocial literature and legal literature have made
very different contributions to thinking about the healthcare of people with intersex variations, but
both literatures pay attention to the process of informing patients about elective interventions and the
workings of consent. The present paper addresses the absence of dialogue across medical, legal, and
psychosocial literatures on the surgical treatment of children with intersex variations. The analysis
presented in this paper focusses on the assumptions underpinning the practice of allowing parents
to consent on behalf of their children to elective surgery in the instance of hypospadias. In this
paper, we (i) introduce consent from a medico-legal perspective, (ii) analyse selected documents
(including medical, psychosocial, and human rights documents) in relation to the concept of parental
consent on behalf of a child, and (iii) reconsider the current practice of inviting parents to give consent
for elective genital surgery on infants. What emerges from our analysis is a picture of long-term
relationships and interactions over time within which the consent process is located. The focus is
not whether consent is granted, but whether free and informed consent is granted. This picture allows
us to expand the understanding of “informed consent,” highlighting the importance of producing
ethical interactions between health professionals and patients with the view that these relationships
last for years. Understanding consent as a process, considering information as dynamic, partial,
and negotiated, and understanding the doctor—patient interaction as relational might enable us to
imagine the kind of informed consent process that genuinely works for everyone concerned. Our
examination of selected legal, medical, and psychosocial texts raises doubt about whether current
hospital practice meets the requirement of informed parental consent on behalf of children undergoing
hypospadias surgery.

Keywords: intersex; hypospadias; human rights law; psychosocial; penile surgery; parental consent;
children

1. Introduction

Human rights organisations have noted concerns about medical interventions on
children with variations in sex characteristics (also known as intersex variations) (Amnesty
International 2017; United Nations Human Rights Council 2013; United Nations Human
Rights Office of the High Commissioner 2023). These concerns arise particularly when the
intervention (hormonal, surgical, or diagnostic) impinges on the child’s bodily autonomy
and is carried out for reasons that do not strictly have a biomedical basis. Reasons for
intervention are sometimes described as appearance-altering or functional and are often
explained as being important for psychosocial reasons. It is striking that psychosocial
research looking to substantiate those rationales has failed to find evidence that “nor-
malising” interventions on children’s sex characteristics reliably produce the hoped-for
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psychosocial benefits for the child. Psychosocial research (e.g., Lundberg 2017; Roen 2019;
Steers et al. 2021) and legal research (e.g., Greenberg 2017; McDonald 2015) stand alongside
human rights organisations in raising concerns about elective medical interventions on
children with variations in sex characteristics.

Psychosocial literature and legal literature have made very different contributions
to thinking about the healthcare of people with variations in sex characteristics, but both
literatures pay attention to the relative roles of children and caregivers, the process of
informing patients about elective interventions, and the workings of consent. These bodies
of literature are not necessarily used at all by health professionals who draw up guidelines
for medical practice. Instead, there is a chasm of understanding where medical, legal,
and psychosocial literatures all address the same topic, and few authors work across
these literatures.

The present paper addresses the absence of dialogue across medical, legal, and psy-
chosocial literatures on the surgical treatment of children with variations in sex characteris-
tics. We approach this collaboration as Aotearoa New Zealand researchers with expertise
in human rights law (RS) and psychosocial research (KR). We undertake this work at a
time when the United Nations Committee on the Rights of the Child is charging Aotearoa
New Zealand and other countries with abusing children’s human rights because surgeons
perform elective genital surgery on infants born with variations in sex characteristics
(UNCRC 2016). The surgery is presumed to be carried out on the basis of parental consent.
This paper focuses principally on the most common variation, hypospadias, and it tackles
questions about parental consent. Hypospadias is an anatomical variation where the ure-
thral opening appears somewhere other than the tip of the penis, such as the underside or
base of the penis. In this paper, we systematically work with medical, legal, and psychoso-
cial research with the aim of contributing to the current dialogue about parental consent
in the context of elective surgical interventions on the genital and reproductive organs of
children with variations in sex characteristics.

What assumptions underpin the practice of allowing parents to consent on behalf of
their children to elective surgery in the instance of hypospadias? To address this question,
we (i) introduce consent from a medico-legal perspective, (ii) analyse selected documents
(including medical, psychosocial, and human rights documents) in relation to the concept
of parental consent on behalf of a child, and (iii) reconsider the current practice of inviting
parents to give consent for elective genital surgery on infants.

Hypospadias surgery to move the urethral opening to the tip of the penis is driven by
a popular belief that it brings psychosocial benefit to the child, but psychosocial research
has failed to show the hoped-for benefits (Schonbucher et al. 2008). Although many
surgeons argue for the continuation of hypospadias surgery (Snodgrass and Bush 2016),
other surgeons have brought the evidence into question, pointing to research limitations
and surgical failures (Long and Canning 2016). There are questions about the ethics of
early surgery (Weber et al. 2009), in a context where parental regret rates are as high as 39%
(Ghidini et al. 2016). Further, parents are affected in their decision to consent to surgery by
framing effects that they are unaware of (Streuli et al. 2013). Psychosocial research shows
that health professionals, whose role it is to support parents’ consent process, seem to
underestimate the framing effect they bring to the conversation (Roen and Hegarty 2018).
We conclude that parents may be unintentionally set up to “agree” to surgery on behalf of
their infant before they have genuinely weighed the pros and cons.

2. Consent

The legal doctrine of informed consent derives from The Nuremberg Code ([1947] 1996).
This mechanism was introduced to move medicine from a paternalistic (‘doctor knows best’)
model to a new model with respect for patient autonomy (Katz 1998; Skowron and Angelos
2017). Although there is case law relating to consent, in Aotearoa New Zealand, consent in
medical situations is based on the New Zealand Public Health and Disability Act (2000)
and Right 7 of the Health and Disability Commissioner (Code of Health and Disability
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Services Consumers’ Rights) Regulation (1996). Medical informed consent is essential to
the medical professional’s ability to diagnose and treat patients as well as the patient’s right
to accept or reject clinical evaluation, treatment, or both (Paterick et al. 2008). The informed
consent process puts in place a patient-doctor relationship where each partner understands
and accepts the degree of autonomy the patient desires in the decision-making process
(Health and Disability Commissioner (Code of Health and Disability Services Consumers’
Rights) Regulation 1996, Right 7; Paterick et al. 2008). Such a process should have a greater
impact on patients with intersex variations than it has given the emphasis on respect for
autonomy and beneficence towards patients (Reis 2019).

Informed consent is an interactive process whereby the patient is informed about all
options, including not having the treatment and the possible benefits and possible negative
effects (Kumar 2013). There is relativity in the practice of informed consent, that is, more
intimate or invasive examinations require more explicit consent (Kumar 2013).

Informed consent indicates a right to choose whether to have a particular medical
treatment (including the right to refuse or withdraw consent) rather than demanding a
particular treatment (Keenan and Dalziel 2016, p. 101). It implies that the patient knows
what they are consenting to and the consequences of it. It strongly relies on the premise
that patients are able to make treatment decisions based on a balanced and thorough
understanding of the risks and benefits associated with available treatment alternatives
(Lorenzo et al. 2012). The process of informed consent is meaningless unless consent is
given on the basis of relevant information and advice (Rogers v Whitaker 1992, para. 14).
That is, the patient requires all information they deem relevant, whether or not the medical
professional considers it relevant. The law indicates that the one giving consent is entitled
to information even beyond the knowledge of a particular medical professional to enable
the correct decision (Rogers v Whitaker 1992, para. 14). This process involves an exchange
of ideas where the patient indicates their situation and medical professionals answer
their questions and provide information about risks and benefits connected with medical
treatments (Paterick et al. 2008).

The decision must be voluntary and without duress; otherwise, consent is void
(Keenan and Dalziel 2016; Skegg et al. 2015). As Right 2 of the Code states, any deci-
sion must be free from coercion or discrimination (Health and Disability Commissioner
(Code of Health and Disability Services Consumers’ Rights) Regulation 1996). Informed
consent infers agency or self-determination and upholding the patient’s human rights
(Rogers v Whitaker 1992, para. 15). The law presumes competency unless proven other-
wise. The test for incompetence involves the patient being unable to comprehend and retain
the necessary information about the procedure or treatment and being unable to weigh
the information, balancing risks, and needs to arrive at a choice (Keenan and Dalziel 2016).
If the patient is deemed incompetent, a guardian gives or denies consent on their behalf.
When it is in the child’s best interests, it is assumed that the child’s parent(s) or guardian can
give or refuse consent on the child’s behalf (refer to the Health and Disability Commissioner
(Code of Health and Disability Services Consumers’ Rights) Regulation (1996), for details).

Medical professionals must recognise that informed medical choice is an educational
process, honestly providing all “necessary information that may influence treatment or
advice” (Paterson 2003, p. 1), and it has the potential to affect the patient-doctor alliance to
their mutual benefit (Paterick et al. 2008). The consent process should be the foundation of
the fiduciary relationship between a patient and a physician (Paterick et al. 2008). When
medical professionals and patients take medical informed consent seriously, the patient—
doctor relationship becomes a true partnership with shared decision-making authority and
responsibility for outcomes (Paterick et al. 2008).

Although there is an established body of literature informing medico-legal under-
standings of consent, it is not clear how this literature informs current medical interventions
on variations in sex characteristics.
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3. Analysis of Selected Texts

The current paper is based on a body of literature selected with the aim of investigating
questions of parental consent in the case of infant genital surgery. Our interest in drawing
together psychosocial, medical, human rights, and legal approaches to this issue guided our
selection of literature for analysis. We drew texts from our existing bibliographic databases
and from literature searching. We selected texts that:

e  Have implications for the process by which parents come to consent to elective genital
surgery on behalf of children;

e  Have broad relevance to variations in sex characteristics and/or specific relevance to
hypospadias;

e  Are published in English.

Our goal was not to undertake an exhaustive review but, rather, to draw together
texts that might underpin a rigorous discussion across the disciplines of interest. For this
purpose, we have included some texts written by surgeons, some written by psychologists,
and some written with a human rights focus, as shown in Table 1.

Table 1. Body of texts for analysis.

Disciplinary Perspective

Selected Texts

Dodds, P. R, Batter, S. J., Shield, D. E., Serels, S. R., Gavafalo, E. A., and Maloney, P. K. (2008).
Adaptation of adults to uncorrected hypospadias. Urology, 71(4), 682-685.
doi:10.1016/j.urology.2007.07.078

Ghidini, F,, Sekulovic, S., and Castagnetti, M. (2016). Parental Decisional Regret after

Surgical/clinical perspectives Primary Distal Hypospadias Repair: Family and Surgery Variables, and Repair Outcomes.

The Journal of Urology, 195(3), 720-724.

Liao, L.-M., Wood, D., and Creighton, S. M. (2015). Parental choice on normalising cosmetic
genital surgery: Between a rock and a hard place. BM] (Online), 351, h5124.
doi:10.1136/bmj.h5124

Psychosocial perspectives

Cools, M., Nordenstrom, A., Robeva, R., Hall, J., Westerveld, P., Fliick, C., ... on behalf of
the Cost Action B. M. working group. (2018). Caring for individuals with a difference of sex
development (DSD): a Consensus Statement. Nature Reviews Endocrinology, 14(7), 415-429.
doi:10.1038/s41574-018-0010-8

Roen, K., and Hegarty, P. (2018). Shaping parents, shaping penises: How medical teams
frame parents’ decisions in response to hypospadias. British Journal of Health Psychology,
23(4), 967-981. doi:10.1111/bjhp.12333

Schonbucher, V. B., Weber, D. M., and Landolt, M. A. (2008). Psychosocial adjustment,
health-related quality of life, and psychosexual development of boys with hypospadias: A
systematic review. Journal of Pediatric Psychology, 33(5), 520-535. doi:10.1093 /jpepsy /jsm098

Streuli, J. C., Vayena, E., Cavicchia-Balmer, Y., and Huber, J. (2013). Shaping parents: Impact
of contrasting professional counseling on parents’ decision making for children with
disorders of sex development. The Journal of Sexual Medicine, 10(8), 1953-1960.
doi:10.1111/jsm.12214

Legal and human rights
perspectives

Mendez, J. E. (2013). Report of the special rapporteur on torture, and other cruel, inhuman and
degrading punishment: 22nd Session of the UN Human Rights Council.

Paterson, R. (2003). Informed consent in New Zealand: Medical myths. New Zealand Medical
Journal, 116(1183).

World Health Organisation. (2014). Eliminating forced, coercive and otherwise involuntary
sterilisation: An interagency statement OHCHR, UN Women, UNAIDS, UNDP, UNFPA,
UNICEF and WHO.
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In the first stage of analysis, we each independently read the selected texts, making
detailed notes that were structured with a series of analytic questions. These analytic ques-
tions concerned (i) what is understood and assumed about consent and the legal framing of
consent within the given text, and (ii) how children, parents, and health professionals are
figured in the text in relation to their respective roles in the decision-making and consenting
processes. We then combined our separate sets of notes, alongside each analytic question,
in our analytic table. By reading our combined notes, we began to develop a shared in-
terpretation. We each contributed to the writing of this interpretation, with RS leading
the writing about the conceptual and legislative framing of consent, and KR leading the
writing about how the various parties are figured in the consent process.

3.1. How Consent Is Presented in the Selected Texts

What is consent, and what are the assumptions made about consent, according to
the selected texts? Although legal and human rights documents focus in detail on the
concept of consent, this is not the case in medical and other health literature, where it is
often assumed that a consent process takes place unproblematically.

Medical consent is intended to protect the patient (Paterson 2003). The consent process
is not intended as a tick-box exercise that might protect the medical professional from
potential disciplinary action (Paterson 2003). Health professionals have a “duty to inform
and obtain informed consent” (Paterson 2003, p. 1), with the understanding that consent
can only be given by an informed patent (Health and Disability Commissioner (Code
of Health and Disability Services Consumers’ Rights) Regulation 1996, Rights 6, 7). It is
envisaged that the informed consent process should be located in a context of trust and
confidentiality between the patient and medical professionals (Cools et al. 2018).

Patients and/or parents/guardians should be thoroughly informed by the clinical team
and, on the basis of being thoroughly informed, they may give consent (Cools et al. 2018). The
person giving consent must consider that they understand the information (Paterson 2003).
They must be “given the information that a reasonable patient, in that patient’s circum-
stances, would expect to receive” (Paterson 2003, p. 2), and patients can only consent of
their own free will (Paterson 2003).

Informed consent procedures are based on trust and confidentiality. Cools et al. explained
that, to “build a trustful relationship, an open discussion of all available relevant medical data,
including progressive information on any hitherto insufficiently communicated aspects of the
condition, is crucial” (Cools et al. 2018, p. 419). When intersex children undergo “cosmetic and
other non-medically necessary surgery” (World Health Organisation 2014, p. 2), the validity
of the consent process has been called into question. As a result, such surgical procedures
have been “recognized as human rights violations by international human rights bodies and
national courts” (World Health Organisation 2014, p. 2).

It is often assumed that “counselling by medical clinicians” is sufficient to enable
parents to prepare for surgery (Ghidini et al. 2016, p. 723), but current information man-
agement concerning DSD and the medical framing of variations may produce biased
decisions, as demonstrated by Streuli et al.’s study (Streuli et al. 2013). With regard to
genital-normalising surgery, the Special Rapporteur on torture has stated that consent
for surgery must be given by the person concerned (Mendez 2013), not solely by their
parent/guardian.

Our initial analysis suggests that some complexities of parental consent may be un-
derexamined, especially in relation to elective genital surgery on children. Our analysis so
far raises questions about the process of informing parents so they can reasonably consent
on behalf of their children. Given that the consent process involves relationships of trust,
communication, and shared understandings, we are interested in the key parties involved
in these relationships: parents, children, and health professionals.
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3.2. Parents

Parents/caregivers become positioned in very particular and interesting ways when
the possibility of infant genital surgery arises. This part of our analysis sheds light on
the informed consent process by examining how parents are figured in the context of
psychomedical, human rights, and legal literature.

In the texts we analysed, key ways that parents are figured relate to their emotional
state, their understandings and beliefs, the information and support they may be given,
the decisions they face, and the potential for regretting their decision afterwards. Each of
these aspects involves uncertainties and tensions that have some bearing on their role in
consenting (or not) to surgery on their child.

Parents may be understood as being “in the difficult situation of having to decide
whether their young son should undergo an operation that is not strictly necessary and
carries a risk of complications” (Ghidini et al. 2016, pp. 720-21). Of the parents who
participated in one study, 78% “reported they wished they had had more information
on the condition preoperatively” (Ghidini et al. 2016, p. 723). This study reported that
parents strongly desired more knowledge before making decisions (Ghidini et al. 2016,
p- 723). Medical professionals who took part in another study described parents as almost
always wanting surgery to go ahead during infancy, yet non-medical professionals who
took part in the same study described how a shift seemed to take place when they had
conversations with parents about nonsurgical options (Roen and Hegarty 2018). Talking
about non-surgical options was sometimes described as a relief to parents (Roen and
Hegarty 2018). From this, we see some tensions inherent in what parents want and in what
health professionals think parents want.

With regard to their emotional state, parents report that being told about their child’s
diagnosis and treatment plans can be emotionally overwhelming (Cools et al. 2018). Clinical
researchers point to the importance of providing parents with time and support, but this
does not necessarily happen to a sufficient degree to offset the challenges parents face
(Liao et al. 2015). Parents may feel “insurmountable pressure” in relation to social norms
about genital appearance and may “find it impossible to delay surgery” (Liao et al. 2015,
p- 2) because of the lack of a clear non-surgical pathway or protocol (Liao et al. 2015).
Some psychomedical researchers argue that parents are not presented with real choices
and are not given the time and psycho-educational input needed to properly engage with
the information they are given (Liao et al. 2015). These statements about the psychological
effect of norms and the absence of non-surgical healthcare options point to a situation
where the possibility of meaningful parental consent is severely jeopardised.

One text describes various ways that parents might think about surgery and ways that
they might engage in the consent process: they might be positioned to be responsible for
deciding for or against a particular treatment; they might consider surgery as necessary and
not requiring any decision at all; they often prefer not to wait until the child is old enough
to contribute to the decision; they may be swayed by social pressures and norm-based
attitudes; and they may be swayed by health professionals and the information they receive
in healthcare contexts (Streuli et al. 2013). The focus of this paper is an empirical study
demonstrating how the framing of healthcare information is likely to sway the decisions
parents make about genital surgery.

The authors of one text explained that there is “no evidence that parents are given
sufficient time to appreciate their child, effective psychosocial support to manage their
emotional reactions, or help to slowly digest the highly complex medical information
and implications” (Liao et al. 2015, p. 1). In the absence of this time and support, the
consent process comes into doubt. Given that surgical techniques change and cannot be
fully evaluated until adult outcomes are known, there is not a clear consensus about which
surgical approaches work best, and most surgeons operate on children’s genitalia without
the outcomes of their work being evaluated. This means that parents are effectively “opting
for experimental surgery on their children” (Liao et al. 2015, p. 1) without realising that this
is what they are doing. These authors point to the high levels of parental regret after such
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surgery takes place, and they point to the parents’ emotional state, suggesting that it “may
not be optimal” for decision making (Liao et al. 2015). They also cite research showing that
parents” decisions are likely to be influenced by the medicalised presentation of genital
differences in ways they do not realise.

In this context, it is little surprise that follow-up studies after surgery find that a
substantial number of parents express regret about their decision for the surgery to go
ahead. Further, human rights literature raises the concern that surgery sometimes goes
ahead without parental consent. This tallies with psychosocial literature, which reports
instances of parents handing the decision over, not wanting to take responsibility for
consenting to surgery and wanting this to be the responsibility of medical staff.

Reading across the different bodies of literature, we see a picture of parents that raises
questions about the extent to which they are genuinely in a position to consent to surgery
on behalf of their children. The way parents are figured across these texts suggests that they
are not necessarily adequately informed, they do not necessarily feel sufficiently supported
to take this responsibility on behalf of their children, and they are not routinely (if ever)
given genuine options between at least two healthcare pathways, one of which involves
surgery and the other of which does not.

3.3. Children

Children are central to the issue at hand. They are also, paradoxically, absent in the
sense that their voice is absent, as adults make decisions on their behalf. This part of our
analysis examines how children—particularly infants—are figured in the context of the
selected psychomedical, human rights, and legal literature.

The tension running through these texts relates to whether it is advisable to carry
out non-life-saving genital surgery as early as possible in the child’s life, or whether it
is advisable to wait until the child is old enough to be involved in any decision about a
surgical intervention. That is, the absence of the child’s voice is recognised as a problem.

Some explicitly advocate waiting until the child is old enough to be actively involved
in treatment decisions whenever that is possible (Cools et al. 2018). The World Health
Organisation also states, “if possible, irreversible invasive medical interventions should be
postponed until a child is sufficiently mature to make an informed decision. .. and give
full, free and informed consent” (World Health Organisation 2014, pp. 7-8).

Although some explicitly address urination issues that might be faced by a child
growing up with a hypospadic penis, there is also acknowledgement that no studies
actually assess the urination/voiding issues experienced by children with unoperated
hypospadias (Ghidini et al. 2016, p. 723). It would seem that an assumption is made about
what children experience without that being evidenced in research.

Many of the references to children throughout these texts are speculative and future-
oriented, focused on how to best promote the quality of life of the child and speculating
about how penile appearance and urine spraying might affect the child’s quality of life.
However, one text asserts that children “born with atypical sex characteristics are often
subject to ... involuntary genital normalising surgery, performed without their informed
consent, or that of their parents ... Causing severe mental suffering.” (Mendez 2013,
pp- 18-19). A review of the research evidence base suggests, however, that there is no
clear evidence of hypospadias surgery contributing positively to children’s psychosocial
well-being; these authors suggest that affected children “might profit from psychosocial
support. .. to better accept their penis” (Schonbucher et al. 2008, p. 531).

In some texts, the child is clearly figured as a focus of detailed medical examination and
testing. That is, the child is not a subject with desires or agency but is a body undergoing
medical examination. Other texts point to the attempts that some non-medical staff make
to talk with parents in a way that actively figures the child as happy and lovable (Roen
and Hegarty 2018). This may be a strategic move to help the parents see their child in a
non-medical light and understand that surgery is not a prerequisite for happiness, well-
being, or being loved (Roen and Hegarty 2018). One study sought to show how children
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can be figured variously as having a medical illness or as being part of a social world that
can involve support (Streuli et al. 2013). This study suggests that different kinds of health
professionals might foreground these different perspectives on the child (Streuli et al. 2013).

If one were to approach these texts naively and try to glean something about children
through what is written, the resulting picture may well be quite patchy and unfocused. Just
as the child does not clearly have a voice in this situation, they are not pictured as coherent
subjects (agentic or otherwise) in the texts.

An interpretation that we could draw is that the very people at the centre of this work
(i.e., children) are only understood in vague and partial terms. Each party involved in
decision-making processes and healthcare has an idea about the child—an imagining, a
speculation, and a wish—but no one knows the child yet. Not being able to clearly picture
the subject at the centre of medical interventions raises questions about whether it might
be possible for anyone to make decisions and give consent on behalf of this subject. Indeed,
some argue that the child is a not-yet-subject in this context (Aspinall 2006; Roen 2009).
Certainly, it is reasonable for adults to make life-saving decisions on behalf of the infant,
but is it reasonable to make non-urgent decisions that presume knowledge of the child’s
own future experience of their body?

3.4. Health Professionals

Many of the texts we are examining have been written by health professionals, and
the remainder of the texts comment on the work of health professionals. But how are
health professionals figured in these texts? This question is important for examining health
professionals’ role in the informed consent process.

Across these texts, health professionals are featured as experts who work in mul-
tidisciplinary teams; as professionals who give one another advice about what is best
practice; as people who have divergent views on infant genital surgery; as people who
unwittingly sway parents’ decisions through their medical framing of genital variations;
and as professionals who are required to inform parents but who not legally required to
ensure parents’ understanding.

Clinicians undertake research and publish guidelines. They are also an intended
audience for guidelines about the requirements of informed consent, such as the WHO
statement that informs healthcare providers that any advice or information they give should
enable individuals to make the best decisions for themselves and should be nondirective.
“The guidelines that indicate the requirement of full, free and informed consent should be
available and should be well understood by practitioners and the public” (World Health
Organisation 2014, p. 9).

In some instances, health professionals themselves are the focus of research. Our
sample of texts includes two studies addressing how health professionals might frame
the information they give parents about infant genital surgery and the unintended con-
sequences of this framing. This research opens up the possibility of different kinds of
information-giving leading to different treatment decisions. Roen and Hegarty (2018), for
example, distinguished between medical professionals who talk in ways that medicalise
the child’s body and psychologists who actively seek to demedicalise the child’s genital
variation. Health professionals who choose a demedicalising way of talking about gen-
ital variations might, for example, focus on the loving relationship between the parent
and the child or other aspects of the social and support context that the child lives in.
Streuli et al. (2013) demonstrated empirically how these different ways of talking can lead
to different treatment decisions. The significant role that clinicians play when they talk
with parents raises questions about the extent to which it is actually the parents making the
decision. What does it actually mean to define infant genital surgery as occurring subject to
“parental consent” (Roen and Hegarty 2018)?

It is interesting to read alongside one another the psychological texts, showing that
medical professionals unwittingly influence parents” decisions due to the way they give
“information”, and the legal texts, pointing out that medical professionals” information-
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giving role is so limited that they are not even required to ascertain how well parents
have understood the information. Advice directed towards health professionals makes it
clear that any information should be given in a spoken and written form (World Health
Organisation 2014). “The doctor needs to inform the patient about the potential risks and
benefits of the proposed treatment and let the patient to know that his or her welfare is
the paramount concern.” (Paterson 2003, p. 1). In addition, “doctors are required to facili-
tate understanding [the law does not require them to] guarantee patient understanding”
(Paterson 2003, p. 2). Psychology and Law both make an important contribution to our
thinking about “informed consent” on behalf of infants, and reading these different texts
alongside one another serves to highlight the chasm that opens up between them. It is in
this chasm of possibility and uncertainty that health professionals are working. There is
a great deal of flexibility around the actual practice of “informing” parents prior to them
giving “consent.” In this context, it is, perhaps, not surprising that parents repeatedly
express confusion and/or regret. Some texts consider regrettable medical interventions as a
reasonable basis for apology. The WHO, for instance, states that it is important to recognise
“past or present policies, patterns or practices of coercive sterilisation, and issue statements
of regret or apology to victims” (World Health Organisation 2014, p. 15).

It is not only historical practices that might give rise to regret and apology. Researchers
continue to raise uncertainties about the outcomes of childhood genital surgery. Liao
et al. wrote that “Paediatricians’ confidence in the ability to construct genital anatomies
is to meet cultural expectations of appearance and function has not been borne out”
(Liao et al. 2015, p. 1). Researchers who have reviewed outcome studies similarly express
concern that “there is no empirical evidence that corrective surgery at the youngest possible
age leads to a better psychological development” and conclude that “empirical results
do not support the early surgical interventions, which paediatric urologists recommend”
(Schénbucher et al. 2008, p. 530). We see here that clinicians” publications serve as a forum
for expressing divergent perspectives on infant genital surgery. It must be understood that
the very context for informing parents and engaging them in a consent process is a context
of debate and uncertainty. It is not clear that parents are informed about these uncertainties
before being invited to consent to surgery on behalf of their children.

4. Discussion

Hypospadias surgery is routinely performed in many countries and is most likely
presented to parents as a routine surgery. Hypospadias is presented to parents as a common
condition that can be corrected with surgery (Starship 2019). The routine discussion of this
process produces an illusion in which both the medical professional and patient/caregiver
believe that “all risks, benefits, and alternatives” have been discussed and agreed upon
(Skowron and Angelos 2017, p. 1). This is despite there being little evidence for surgical
urgency, except in the rare instance of urinary blockage.

There is relatively high trust in medical professionals in hospitals, putting them in
a position of power. In such a high-trust environment, parents with little knowledge
of the situation and why such procedures are performed rely on the advice given by
medical professionals. They seldom have other information sources in such stressful times.
Though it is couched in terms of parental consent, the decision may largely be “induced
precipitately and unconsciously by a health professional rather than emerging from a
balanced, comprehensive, and thought-out process” (Streuli et al. 2013, p. 1958). In the
remainder of this paper, we consider consent as a relational process and as a legal duty.

4.1. Consent as a Relational Process

Although medical professionals and parents do not necessarily agree on the treatment
of a child (McDougall et al. 2016), they are often engaged in a consent process. What
emerges from our analysis is a picture of long-term relationships and interactions over
time within which the consent process is located. This picture allows us to expand the
understanding of “informed consent” so that it is no longer a matter of merely “giving
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information” and “consenting”, but, instead, it is a matter of producing ethical interactions
between health professionals and patients with the aim of healthcare relationships lasting
for years. Understanding consent as a process, understanding information as dynamic,
partial, and negotiated, and understanding the doctor—patient interaction as relational
might enable us to imagine the kind of informed consent process that genuinely works for
everyone concerned. This means imagining a future where parents do not come away from
these interactions feeling confused and overwhelmed, where any consent that is given does
not reliably lead to regret, and where the child concerned is figured as an agentic subject
who is part of this relational dynamic that persists over time.

4.2. Legal Duty of Consent

Informed consent is a legal duty and affords medical professionals to avoid liability
when performed in accordance with appropriate clinical standards (Keenan and Dalziel
2016; Skegg et al. 2015; World Health Organisation 2014).

Medical professionals would acknowledge, when suggesting treatments such as hy-
pospadias surgery, that they have a legal duty to obtain informed consent (Paterson 2003).
Although concerns are raised about surgery going ahead without consent (Frommer et al.
2021; Sterling 2018), it would be very difficult to find that hypospadias surgery has not had
consent granted. It is also recognised that hypospadias surgery and associated treatments
would follow standard protocols. The focus is not whether consent is granted, but whether
such hypospadias surgery has free and informed consent granted. Moreover, is the consent
granted by parents or guardians valid? Several cases have determined that parents cannot
decide on cases affecting children’s ability to reproduce (Secretary 1992), yet this was held
differently in the case of intersex surgery that was considered “therapeutic” (Re: Lesley
(Special Medical Procedure) 2008, FamCA 1226).

Although, generally speaking, the law assumes that the person concerned is the one
giving consent, when a person is under 16 years old, consent falls on the parent or guardian.
This is a dwindling duty as the child’s competency increases, following the Gillick principle
(Gillick v West Norfolk and Wisbech AHA 1985, UKHL 112, pp. 113-14). As the child’s
understanding and intelligence develops, parental consent reduces, and it terminates when
the young person has the capacity to make their own decisions (Gillick v West Norfolk and
Wisbech AHA 1985). Therefore, with hypospadias surgery usually being carried out in
infancy and sometimes in teenage years, parental consent can only be given when it is in
the child’s best interest, as per the parents’ legal duty (Gillick v West Norfolk and Wisbech
AHA 1985, p. 170; Care of Children Act 2004 (NZ)) or in teenage years with the child’s
consent with parental support, in alignment with the Gillick principle. Does the treatment
improve the child’s well-being, in particular given that hypospadias is not life-threatening
(NHS Trust 2021)?

There are two critical components to be considered in consent for hypospadias surgery.
The first is whether consent is freely given. The second is whether the person consenting
is adequately informed. If either or both of these fail or are inhibited, then any consent
becomes invalid. We address each of these components in turn.

When consent is freely given, this means there is no coercion or duress during the
process of giving consent. This includes misrepresenting the necessity of the surgery.
Stating that it “would be better off to have the operation than not to have it” does not meet
the requirement of informed consent (Reibl v Hughes 1980, p. 925). Even if the medical
professional may feel it is for the consumer’s own good, the medical professional must not
“misinterpret the nature or necessity of a procedure, or resort to any attempt to put undue
pressure on a consumer to accept it” (Keenan and Dalziel 2016, p. 104).

The second core aspect of the legal duty of consent in the medical context is that the
person consenting is adequately informed (Health and Disability Commissioner (Code
of Health and Disability Services Consumers’ Rights) Regulation 1996, Rights 6, 7). It
is through being adequately informed and given time to contemplate and consult with
others if desired that the person can give or refuse consent. Full disclosure concerning the
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treatment suggested must include the “state of medical knowledge at that time” (Rosenberg
v Percival 2001, HCA 18, para. 67), recognising that knowledge is constantly evolving.

Being adequately informed legally indicates that a person has sufficient information to
make a decision regarding whether or not to agree to a particular medical treatment (Keenan
and Dalziel 2016, p. 109). Although information may never be perfect, “fully informed”
consent requires the disclosure of all expected risks, side effects, benefits, and costs of each
option. The test for disclosure includes any information that “a reasonable person in the
patient’s position would be likely to attach significance to” (Montgomery (Appellant) v
Lanarkshire Health Board (Respondent) (Scotland) 2015, para. 87). It also includes the
likely consequence of not having treatment (Health and Disability Commissioner (Code of
Health and Disability Services Consumers’ Rights) Regulation 1996, Rights 6, 7; Keenan
and Dalziel 2016, p. 109). The patient is entitled to take into account all non-medical
considerations when making decisions (Montgomery (Appellant) v Lanarkshire Health
Board (Respondent) (Scotland) 2015, para. 83). All risks, no matter how infrequent, must be
disclosed (Keenan and Dalziel 2016, p. 113; Montgomery (Appellant) v Lanarkshire Health
Board (Respondent) (Scotland) 2015, p. 89).

The test is not what significance the medical professional attaches to risks and benefits,
but what significance the person concerned might attach to those risks and benefits. Even
if a court is satisfied that a reasonable person in the patient’s position would be unlikely to
attach significance to a particular risk, the fact that the patient may ask questions means
there is some significance and relevance to the question (Rogers v Whitaker 1992, para. 11).

5. Conclusions

Conversations between health professionals and parents have been presumed to
provide the basis for the informed consent that underpins penile surgery on children with
hypospadias. These conversations take place in a medical setting where parents are highly
likely to trust medical professionals, perhaps to the extent that they may not consider that
there is any option other than to go ahead with surgery. Psychosocial research demonstrates
that parents’ interpretation of what they are told is strongly impacted by framing effects,
which are likely to prompt them to opt for surgery when that course of action is presented
to them by a medical professional. It is likely that non-surgical care pathways are not
presented to parents and that non-medical professionals are not involved in talking with
parents about their son’s healthcare, about penile variations, or about any concerns that
might be relevant to parents soon after the birth of a child with hypospadias. In this context,
it seems unlikely that conversations between medical professionals and parents can provide
the basis for a valid consent process.

Human rights organisations have found the surgery carried out on children with
variations in sex characteristics, including hypospadias, to be a breach of the rights of the
child. Some medical professionals continue to argue for the benefits of this surgery on the
assumption that it is consented to by parents or guardians. Psychosocial research brings into
question the communication between medical professionals and parents that underpins
the consent process. Our examination of selected legal, medical, and psychosocial texts
raises significant doubt about whether current hospital practice meets the requirement of
informed parental consent on behalf of children undergoing hypospadias surgery.
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Abstract: Medical professionals usually reject critiques of deferrable treatments that alter the sex
characteristics of infants and children without personal informed consent on the grounds that
intersex adults” experiences reflect ‘obsolete’ practice. However, past practice is also protected from
criticism by claiming ‘good intentions’, a commitment to the child’s best interest and context-dictated
constraints on medical practice. I first examine foundational literature of the Optimal Gender Policy
to verify the presence of statements of interests or motives, I then collect affect displays to identify
motives, and I observe attitudes to clitoridectomy. Affect displays point to motives that are relevant in
interpretive sociology, as they allow access to cultural or institutional dispositions when justification
talk has not been provided. While a statement of interest is absent from the foundational literature, I
identify the following affect displays: (1) unease and disgust; (2) attachment to heteronormativity,
as well as three kinds of gratification or pleasure rewards; (3) power pleasure; (4) surgical pleasure;
(5) and cosmetic pleasure. As surgical action appeases some of these affects and nourish others,
previous medical professionals had interests that were their own and not centred on the children.
Examination of attitudes to clitoridectomy reveals that clinicians were aware of the (phallo)clitoris’
importance to sexual pleasure but dismissed it, further invalidating claims that past practice was
based on children’s best interest.

Keywords: intersex; medical culture; motive; clitoridectomy; interpretive sociology

1. Introduction

Medical professionals involved in bodily norm conformity of infants and children
with innate variations of sex characteristics commonly reject criticism. Their treatment
notably comprises deferrable surgical and hormonal treatments without personal informed
consent, examinations, and pathologizing language. When these children get older and
some manage to impart their lived experiences, question treatment, and demand human
rights protection through a collectivized position of intersex subjects (Preves 2006; Bastien
Charlebois 2019), they are dismissed or misrepresented (Chase 1998; Carpenter 2024).
North American and European pediatric urology and pediatric endocrinology medical
associations as well as authorities in the field claim that these intersex human rights-
based perspectives are inapplicable to current management of what they now frame as
Disorders of Sex Development diagnoses. Experiences and demands are deemed anecdotal,
unrepresentative, biased, uninformed, or even harmful to today’s children (Lee and Houk
2010; Mouriquand et al. 2014; Societies for Pediatric Urology et al. 2017; Subramaniam
et al. 2020; Wolffenbuttel et al. 2018). Trauma and suffering are euphemized, cast as
self-created fantasies, misinterpretations, “counterfactual thinking” (Lee and Houk 2010;
Meyer-Bahlburg 2005; Money and Lamacz 1987; Sandberg et al. 2017, p. 492), or associated
with outdated practices conducted by non-specialists ‘many years ago’ (Frimberger and
Gearhart 2005; Mouriquand et al. 2014)!. Human rights approaches are resisted and framed
as simplistic, non-scientific, illogical, unreasonable, polarizing, and a threat to parental
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rights (Mouriquand et al. 2014; Societies for Pediatric Urology et al. 2017; Subramaniam
et al. 2020; Gardner and Sandberg 2018; Pediatric Endocrine Society 2020)2.

According to medical professionals, current management would not produce signifi-
cant negative consequences since it would now be considerate and profoundly improved,
requiring but minute adjustments. As a case in point, the joint 2020 Consensus Statement
on Management of Differences of Sex Development of the European Society for Paediatric
Urology (ESPU) and the Societies for Pediatric Endocrinology (SPU) responded to increased
human rights-based challenges from intersex actors and organizations, UN treaty bodies,
human rights-based NGOs, and legislative bodies by insisting®

We, physicians, who daily take care of children with a variety of congenital
conditions. .. are committed to the current, as well as the future, health and
well-being of all children entrusted to our care. ... It is ironic that the current
controversy occurs at a time when we have made great strides in medical and
surgical advances. (Subramaniam et al. 2020)

Although this stressing of improved practice implies an awareness of the failings of
previous practice, this does not translate into acceptance of it being critiqued either. Intersex
adults” frustration over medical professionals’” firm refusal to take stock of the damage
endured and implement changes that would protect children from the harm of bodily
violation does not find any more receptiveness even when the focus is shifted to historic
management. Medical professionals attribute benevolent motivation or ‘good intentions’
to ‘well-meaning’ or ‘well-intended” predecessors and stress or imply the impossibility
of selecting alternatives to treatment standards (Blondin et al. 2017; Lee and Houk 2010;
Thomas 2004; Lee et al. 2023): “Doctors, especially perhaps those in the paediatric disci-
plines, have always been motivated by the wish to do what they genuinely believe to be
in the best interests of their young patients and their families” (Thomas 2004, p. 47). At
a French Senate hearing, pediatric urologist Pierre Mouriquand lamented the criticism of
past practice: “We very often receive criticism and come under attack for the decisions we
made. I wish they would accept to understand the context of that time” (Blondin et al. 2017,
p- 193, my translation). Additionally, past treatment approaches are elevated to the status
of gold standard. They are presented as the best medical professionals could envision and
apply at the time: “These [intersex] individuals may also fail to recognize that prior care
was within the standard of care that existed at the time” (Lee and Houk 2010, p. 2). They
refer to the approach established by famous pediatric endocrinologist Lawson Wilkins
and his team at Johns Hopkins Medical University, who were instrumental in securing
management of infants and children with innate variations of sex characteristics. This
approach has since been designated as the Optimal Gender Policy (Meyer-Bahlburg 1998)
and encompass gender assignment decisions, surgical and hormonal options, as well as
parental, child information management.

Early medical figures who worked with or trained under Lawson Wilkins also bring
up context-dictated constraints on treatment decisions when confronted with criticism at
the end of their careers or after they retired. This is the case of gynecologist and surgeon
Dr. Howard W. Jones (1910-2015), whose promotion of clitoridectomies was still accepted
as late as 1974 (Jones 1974) and he is known to have reacted strongly to critique: “Dr.
[Howard] Jones bridled at being criticized, long after the fact, for performing such surgery.
“You are doing what the conventional wisdom around that time said to do.”” (Hutter Epstein
2015, p. Al). Equally, Melvin M. Grumbach (1925-2016), a pediatric endocrinologist who
trained under Lawson Wilkins, shared with the Johns Hopkins Bulletin:

[Cllinicians who have built careers on treating intersexuals advise against judging
past events through “year 2000” glasses. “We look through the retrospectoscope
and say, ‘My God! How did we do that?”” says Mel Grumbach, a pediatric
endocrinologist who was a fellow at Hopkins in the early 1950s. .. “It’s not fair.
A lot has changed since then. We must learn from the advances that have been
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made rather than point fingers.” (Hendricks 2000, under “Because so much has
changed”)

Claims of constraints dictated by context suggest powerlessness over treatment pro-
tocol decisions. Under that perspective, past social norms and medical knowledge lim-
itations made better treatment options impossible. This applies to clitoridectomies and
clitoral amputations. Current practitioners claim predecessors ignored the importance
of (phallo)clitoral sensitivity in sexuality (Hendren 1998) or imply it through the casual
enunciation of medical progress in developing knowledge on the clitoris (Baskin et al. 1999;
Lee and Houk 2014).

These motivation- and context-based defences of previous management decisions have
been made for around 25 years. However, they do not exceed a few sentences and have
never been the object of medical articles. Older clinicians who drew from their professional
experience to discuss past dispositions and context did so very succinctly, as illustrated by
the previous quotes from Dr. Howard Jones and Dr. Mel Grumbach, and newer medical
generations make these defences without referring to specific sources or documentation.

Past benevolent motivation and context as grounds for rejection of critiques have been
employed in other social groups dynamics. A recent example is the reaction of educators
working at residential schools and participating in assimilation endeavours of Canadian
Indigenous peoples, as well as comments from theologians, legislators, columnists, or
members of the public (Gulliver 2021; Justice and Carleton 2021; Turnbull 2021). ‘Good
intentions’ are a tool of image restoration, used in diverse situations (Benoit and Drew 1997;
Van Dijk 1992). They are not only availed of by social actors subjected to criticism, but also
by sympathizers. When medical professionals invested in intersex management are con-
cerned, the good intention defence has an added dimension. It is also brought up by social
actors criticizing their practice. Intersex activists, social scientists, journalists, and human
rights organizations alike mention that they understand that past medical professionals
were ‘well-meaning’ or had ‘good intentions’ (Intersex Society of North America 2004; de
Maria Arana 2005; Feder 2011; Guterman 2012; Reis 2020; Cabral 2019; Horton 2023). That
social actors feel that such a statement is required when submitting critiques to medical
professionals reveals the degree to which our “Western” cultures readily assume benevolent
motivations behind their actions?. Failing to utter it would be perceived as unfair criticism
of medical professionals and compromise the social acceptance of grievances.

Nevertheless, good intention and context defences are getting challenged in some
areas. Social actors criticizing colonialism and racism underscore the importance of ex-
amining past statements before assuming benevolent motivations (Heath Justice and Car-
leton 2021; Gulliver 2021; Turnbull 2021): “Arguments that Canada’s Indian Policy was
well-intentioned and humanitarian in nature must be evaluated against the harsh, con-
descending, and, at times, self-interested statements of the individuals who framed and
implemented that policy” (Truth and Reconciliation Commission of Canada 2015, p. 112).
In the field of intersex management, Juan E. Méndez (2014), the UN Special Rapporteur
on torture and other cruel, inhuman, or degrading treatment or punishment stated that
intrusive, irreversible, non-consensual, and non-therapeutical practices on “patients from
marginalized groups” constitute forms of torture or ill-treatment despite medical claims of
good intention (p. xvii). Feder (2015) argues that medical professionals insisting on good
intentions while refraining from repairing the harm they caused does additional wrong.
Peck and Feder (2017) argue that institutional pressures on intersex management did not
morally dispense medical professionals with examining the effect of their actions.

Social science literature on intersex management has submitted important insights into
medical professionals” motivation for securing control of bodies whose sex characteristics
they consider as unfit to be classified as male or female. Redick (2004, 2006) and Reis (2009),
investigating the inception of the Optimal Gender Policy by pediatric endocrinologist
Lawson Wilkins’s team at Johns Hopkins, both uncovered how medical professionals
grew increasingly uncomfortable at waiting for intersex individuals” confirmation of their
gender in the 1930s and 1940s. They suspected that some of them may be homosexual
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and attempt to evade law enforcement by posing as a sex (gender) they were not®. For
medical professionals to solve that uncertainty required that they develop a treatment
approach that would allow them to intervene systematically on newborns. Examining
management practice once it was institutionalized, Kessler (1990) has shed light on medical
professionals’” heteronormative lenses when reading of intersex(ed) bodies and treatment
decisions. She later unveiled the intensity of disgust towards intersex genitalia but did
not situate that discovery in a reflection on medical professionals” motivations (Kessler
1998). Feder (2011) did but focused exclusively on this affect “as a motivating force” for
intersex management (p. 623). She came to question the assumption of good intentions after
being confronted by expressions of disgust from medical professionals: “... [H]is disgust
would disrupt my willingness to attribute good intentions not only to him, but to those
physicians who continue to recommend and perform cosmetic genital surgeries” (p. 638).
Her observations are mainly drawn from medical statements contemporary to her research.
When interviewing medical professionals in the 2000s, Davis (2011) uncovered financial
interest as one reason why some would resist intersex demands for self-determination.
Although enlightening, these social science works did not have past motivations as the
main objects of their research.

While researching an extensive amount of medical literature for a book project, I
came across content complicating both claims of a practice guided by a commitment to
a child’s best interest, and the impossibility of considering other treatment options that
would better serve them. This inspired me to bring this material together and add depth
to motivation and context in the medical management of intersex children. Although
both could be examined separately, they are closely related in medical discourse. Context
defences are used to sustain the idea that past medical professionals centered their decisions
on children’s best interest as they had no better knowledge to base them on.

The main question I pursue is: whose interest did the previous management centre
on? This entails illustrating the extent of motivations displayed and examining available
knowledge for decision-making. Given that this last dimension could be broad, I will
focus on knowledge and attitudes about clitoridectomy. This endeavour is heuristic or
exploratory and does not aim at establishing quantified distribution of interests or mo-
tivations. It rather aims at documenting the range of motivations expressed at intersex
management and examining whether these concurrent motivations are compatible or not
with ‘best interest.” This analysis of motivations will improve understanding of intersex
management medical culture and the dispositions it allows or fosters.

2. Materials and Methods

Looking for intentions behind social subjects’ actions has been the object of critique
by researchers across various disciplines (Duranti 2006). Not only can “intention” be
envisioned differently from one language to another (Duranti 2006, p. 34), but reflexivity,
planning, or deliberateness cannot be presumed behind every action and discourse (Duranti
2006; Van Dijk 2006). While medical professionals’ defence often draws on the “good
intentions” figure of speech, we cannot presume that treatment decisions and protocol
elaboration all stem from a reflexive stance. A common denominator would be motive,
which can be open to grounds as much as to emotional force behind actions, to stated end
goals as much as to initial impetus for action (Campbell 1996).

Although sociology has mainly abandoned this wider understanding of motives after
Charles Wright Mills (1940) influential proposal to reduce it to the production and tailoring
of justifications to the situations where they are anticipated or requested, Campbell (1996)
argues for its relevance. He agrees with Weber’s ([1922] 1947) position that motives are key
to explain actions, as actions that look identical at first glance will be different in nature
depending on the subjective meaning they have for the actors. Campbell (1996) reframes
motive as “a complex of meaning and affect which serves to energize action” (p. 106). 1
consider it important for sociology not to discard motives or affect displays as irrelevant to
analysis. If they are not met with reprobation and corrective measures from the institution
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within which they emanate, it indicates that this institution allows it. If they are expressed
by social actors as they establish practices that are quickly adopted and become greatly
influential within the institution, it indicates validation. Repetition of motives or affect
displays from different social actors participating in this practice within the institution
means a shared disposition, either as a subculture within a discipline or a discipline’s
culture itself. By ignoring them and solely focusing on rationales, though, we cut ourselves
from a deeper understanding of social dynamics. This is especially the case when reasoned
motivations, justification talk, or accounts from direct actors are absent or minimal, which
applies to the dynamics at play in past medical management of intersex bodies.

Motives or affects are a delicate dimension to tease out of utterances. But, emotional
investments being present even in dominant perspectives whose language is unmarked
and incorrectly cast as neutral, I posit that it is possible to approach motives by extracting
affect displays in speech acts. Emotions expressed towards a situation deemed undesirable
and around actions undertaken to solve it can point to investments and motivations proper
to the speaker—and others in his social or institutional group. Given the specific medical
claim of serving the child’s ‘best interest’, I will pay attention to who is the beneficiary of a
medical professional’s quelled or nurtured emotion in intersex management.

The emotional investments are those of clinicians active before public intersex critique.
I carefully approach later declarations as they could be post hoc accounts, whereby past
actions privately motivated by personal interest or prejudice or previous values are publicly
justified by principles enjoying current social acceptability (Winchester and Green 2019).
The first step of this analysis is to verify whether statements of intentions were part of the
Optimal Gender Policy foundation or not. The sample material covers all documents pub-
lished by Lawson Wilkins’s team from Wilkins’s (1950) seminal The Diagnosis and Treatment
of Endocrine Disorders in Childhood through to the formal presentation and promotion of
the driving principles and methodology of what will later be called the ‘Optimal Gender
Policy’ in the Bulletin of the Johns Hopkins Hospital (Money et al. 1955) and Pediatrics (Wilkins
et al. 1955), and ending with Money’s Hermaphroditism chapter in the Sexual Behaviour
Encyclopedia directed at social scientists (Money 1961)°. Since the rationale of an approach
should be presented at its inception, this selection should suffice in locating the stated
intention and its form. This should especially apply to invasive non-consensual treatments
that do not aim at sustaining life yet produce fundamental and irreversible change.

The second step of this analysis is to look for affect displays from medical professionals
involved in intersex management before intersex critique. This period spans from Wilkins’
1950 seminal book to 1994-1995, when the Intersex Society of North America (Intersex
Society of North America 1994-1995) sent its first Recommendations for Treatment pamphlet
after its foundation following Fausto-Sterling’s (1993) essay in Nature. This examination
does not encompass all material from that period, as the identification of alternative
motivations suffices to provide a more adequate portrayal than the current one. Material
includes medical literature, comments, editorials, speeches, medical reports and, since
some affects are only expressed while discussing practice in general, interview excerpts or
transcriptions of audiovisual recordings.

The third and last step addresses constraints on treatment options, most specifically
the performance of clitoridectomies. It can be assessed through medical disagreements
or hesitations towards the proposals of the Optimal Gender Policy. This can span again
from Wilkins (1950) through to the presentation of the Reimer experimentation (Money
and Ehrhardt 1972). This is based on Grumbach’s statement, which claims the Optimal
Gender Policy only found general acceptance after the presentation of the Reimer case
(Colapinto [2000] 2006). For this three-step endeavour, I draw on extensive reading of
the medical literature on intersex management since Wilkins’s (1950) seminal book and
close examination of the successive development and purchase of arguments supporting
treatment aspects. The total intersex management medical literature read from the 1950 to
1993 period amounts to 126 publications.
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Selection of quotes has obeyed the following principles. While I had to draw from the
Lawson Wilkins team for stated interest, I took care of using quotes illustrating motivations
or expressing views on clitoridectomy from clinicians who were well known or established
in the field before public intersex criticism. Given the delicate nature of the observations I
make and the frequent indirectness of motivations, I provide up to three examples for each.
This limits the risks of these motivations being discounted as isolated and supports the
idea that they are worthy of in-depth investigations, to the extent that such an endeavour
is feasible. I have increased quote selection to five on awareness of the importance of the
clitoris to compensate for the shorter exploration of context.

Given that this article examines published and public medical discourse on intersex
management, it is no interventionary study. Protective ethical measures are not required in
this context.

3. Results
3.1. An Absence of Stated Interest

When initiating and sharing the Optimal Gender Policy (1950-1961), the Lawson
Wilkins team does not mention whose interests it serves. Treatment recommendations are
first introduced with statements on sex/gender determination. While intersex individuals
are eventually mentioned as recipients, in what regard these sex characteristics constitute
a problem in need of a surgical and hormonal solution is cursorily raised in two articles.
Nowhere is data submitted to the effect that people with atypical sex characteristics are
generally suffering from their difference. Even when broadening the scope to objectives,
we are left with rare, indirect, and vague statements. In the 1950-1961 period, only three
passages allude to interest or objective. Two come from Wilkins and his colleagues when
they present their protocol in Pediatrics:

Uncertainty, protective secrecy or social ostracism make it difficult for the child to
adjust properly. ..

It is obvious that unless there is a fairly well-developed phallus the patient
cannot function as a male and will be subjected to constant humiliation and
embarrassment throughout life. (Wilkins et al. 1955, pp. 287, 296)

Or again, by Hampson et al. (1956), after the formal launch of the Hopkins approach:

Few would dispute that the ultimate objective in the treatment of any hermaphroditic
patient is to ensure the establishment and maintenance of a stable and pervasive
gender role. (p. 548)

Wilkins et al. (1955) bring up adjustment difficulties due to social ostracism (p. 287),
and express worry at the potential of “humiliation and embarrassment” for men with
an ‘underdeveloped phallus’ (p. 296). While Hampson et al. (1956) do mention an
“ultimate objective” (p. 548). In both cases, however, treatment recommendations are
not answering an assessment of mental health risk among intersex people. We already
know from his thesis that Money (1952) was surprised to observe so little mental afflictions
as well as the capacity to develop a feminine or masculine ‘gender role” despite strongly
atypical sex characteristics (Colapinto [2000] 2006)”. This was also repeated in the early
writings of the Psychohormonal Research Unit, after they conducted additional interviews
(Hampson 1955, p. 266; Money et al. 1956, p. 53). While penis size mentioned by Wilkins
et al. (1955) is indeed associated with great anxiety among many men in our societies,
they leave the male function and the ‘obviousness’ of failing at it unexamined. ‘Fairly
well-developed’ remains eminently subjective, as both individual medical professional
impression and standard imply judgment. What the intersex individual would make of this
function and evaluation of ‘underdeveloped’ is not explored. It does not substantiate that
fabricating a body, approximating female medical norms, without that individual’s express
desire is ‘obviously” in their best interest. Moreover, Wilkins et al. (1955)’s promotion of
the protocol does not address all situations for which they deem invasive surgical and
hormonal modifications imperative. For instance, nothing is mentioned of how amputation
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or clitoridectomy of (phallo)clitorises or performance of vaginoplasties on children they
assign as girls would be in their interest.

In sum, statements of intentions are absent from most 1950-1961 literature and vaguely
broached in two articles. Given that suffering to the point of needing systematic interven-
tions without personal consent is not demonstrated, the idea that it is in intersex individuals’
‘best interest’ to be subjected to them is groundless. Furthermore, “Establishment and main-
tenance of a stable gender role” (Hampson et al. 1956, p. 548) lends itself no more to having
the interest of the intersex individual in mind as to caring about the preservation of a
heteronormative gender order. Some may still argue that the absence of assessment does
not preclude treatment decisions founded on a desire to serve intersex individuals’ best
interests, even if left unstated. After all, Hampson et al. (1956) present their objective as
obvious or taken for granted with “Few would dispute” (p. 548).

If “interest” has the intersex individuals as recipients, however, it is solely determined
by the team members’ presumptions. Wilson’s team has solicited no input from intersex
individuals on what treatment approaches they consider to be in their best interest. In
fact, at the very moment of its inception, the Optimal Gender Policy was met with protest
from some distressed children. This is illustrated by Money et al.’s (1955) reaction to a
three-year-old’s acute distress at being subjected to a non-urgent surgery he did not consent
to: “[H]e had grossly misconstrued his surgical experiences to signify that his penis was
being mutilated...” (p. 298). Not only is this child’s fright over what was done to his
penis dismissed, but this article contains many passages ridiculing his response. His wish
to preserve his penis is not accepted, as the team simply decides to postpone the other
operations.

In the absence of direct claims, determining whether medical professionals were
motivated by children’s best interest or other interests will better be answered by docu-
menting and examining affect displays throughout the period preceding intersex critique
(1950-1993). These affects emerge when describing intersex bodily difference and conjec-
turing on their future social, sexual, or love life, as well as when discussing treatment and
surgery. As they only are expressed by medical professionals, it cannot be surmised that
they are shared by intersex individuals. Moreover, many of these affects follow mentions
of actions only medical professionals execute. As such, actions undertaken by medical
professionals are susceptible to quell or feed these affects.

I have identified five affect display types that can be independent of caring for an
intersex individual’s well-being or serving their interest. [ have observed (1) unease and
disgust; (2) commitment to gender norms, as well as three kinds of gratification or pleasure
rewards: (3) power pleasure, (4) surgical pleasure, (5) and cosmetic pleasure. I have selected
some quotes as illustrations for each of these affect types.

3.2. A Motivation to Quell Unease and Disgust

Unease and disgust have already been exposed by Kessler (1998). While significant,
the list she submitted is not exhaustive, thus illustrating the importance of this affect. Here
is a selection:

Diseased nature oftentimes breaks forth in strange eruptions. (King Henry IV,
ActIII, Scene I, line 27, quoted in the preface to Jones and Scott 1958)

The excision of a hypertrophied clitoris is to be preferred over allowing a disfig-
uring and embarrassing phallic structure to remain. (Gross et al. 1966, p. 300)

Failure to [proceed with surgery] will leave a button of unsightly tissue. (Kogan
etal. 1983, p. 748)

The disgust and unease expressed at atypical sex characteristics belong to the medical
professionals and not the intersex individuals. In Lawson Wilkins’s famous surgeons
Jones and Scott’s (1958) case, the quote has particular significance. It precedes the intro-
duction to a book designed to instruct fellow practitioners in the surgical standards and
approaches they developed and applied, thus broadcasting what sentiment drives their
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practice. Their attribution of ‘diseased nature’ to sex characteristics is more than framing
them as a pathology, that is an undesirable state that must be altered. It imbues them with
tragedy and presents them as a trouble for normalcy, ‘erupting’ as they do into expected
naturalness. This quote is no objective, dispassionate description. The surgical approaches
and techniques Jones and Scott presented are meant to deal with the tragic existence of
atypical sex characteristics, to counter the trouble they cause.

The intensity of unease is manifest in other passages where disgust is openly expressed.
Gross et al. (1966) and Kogan et al. (1983) present atypical sex characteristics as utterly
undesirable to their eyes. The affects in these passages are not externalized and attributed
to other social actors or intersex individuals but emanating from medical actors. The most
generous interpretation would be to allow for an omission based on a purported obviously
shared affect among all social actors. What reveals medical professionals’ proper invest-
ment, however, is their perceived imperative of immediate surgical modifications trumping
recipients” own consideration of what would be in their best interest. Abstaining from
performing surgery would be a failure. Not intervening would be allowing undesirability,
sexual freakiness, or unsightliness. The urgent performance of deferrable surgery without
personal informed consent is considered by these medical professionals as a necessary
response to the repulsion they experience when seeing atypical sex characteristics. In
essence, surgery treats their disgust.

3.3. A Motivation to Preserve Gender Order or Heteronormativity

After the turn of the 1940-1950s, where Reis (2009) and Redick (2004, 2006) observed
a wish for the systematization of intersex management stemming from doubt about self-
declared gender identity, motivation to preserve gender order has been present in further
texts. These are manifest from the inception of the Optimal Gender Policy up to the
latest publications preceding intersex critique. In her groundbreaking work arising out
of interviews with leading medical professionals in the field of intersex management,
Kessler (1990) identified heteronormativity at play in treatment format and decisions. I also
identified further examples.

Dr. LAWSON WILKINS: Now, what should we do with those intersexes?

(under “Discussion” section of Joan Hampson 1956, p. 130, proceedings from a
symposium held on the 3—4 September 1954)

One of the few fundamental aspects of life is that of sex. Its normal functioning is vital
to the survival of our race. ..

[An intersex child] conjures up visions of a hopeless psychological misfit doomed
to live always as a sexual freak in loneliness and frustration. (Dewhurst and
Gordon 1969, pp. vii, 1)

Perhaps the most traumatic failure to meet our expectations of normalcy is

presented by sex errors of the body. Genital abnormalities, in particular, challenge

the basic tenets of our identities as men or women. We regard the sex we are as

an eternal verity. It lies at the core of our being and is therefore sacrosanct. One of

the great mysteries of creation, it is not to be tampered with, explored, analyzed,

explained, or questioned. To do so is to debase it. This mystification of sex leaves

no room for doubt, no place for ambiguity. The first thing asked of every new

human being is whether it is a boy or a girl. It must be one or the other. There

are no additional categories. (Louis Gooren 1994, preface author in Money 1994,

p-ix)

Motivation to preserve gender order is implicit. It appears when we observe medical
professionals lamenting over being unable to agree on the proper “sex” of a child or—
as is the case with Wilkins (Hampson 1956, under “Discussion” section, p. 129) and
some peers—not being able to dictate the proper sex at birth (see note 7 above). That
atypical sex characteristics cannot be left as they are denotes how medical professionals see
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them as unsuitable with strong notions they hold of sex, gender, and sexuality. Wilkins’s
“what should we do with those intersexes?” (Hampson 1956, under “Discussion” section,
p- 130), which he uttered during a talk with colleagues at a symposium before the formal
announcement of the Optimal Gender Policy, follows not a presentation on why intersex
individuals would need having their sex characteristics modified without their consent,
but simply a mention that their bodies are not readily classifiable in a male/man or a
female/woman sex/gender. This is said in a context where Wilkins does not ignore
that previous clinicians would wait until puberty to confirm an individual’s gender and
where he prefers a protocol that would systematize management at infancy. Flexibility is
undesirable to him and to some peers. Furthermore, the fact that he and his team would
have assignment standards that follow strict heterosexual norms of penovaginal sex (i.e.,
Wilkins et al. (1955)s “serviceable vagina” (p. 296) or ‘(non-)fairly well-developed phallus’)
is an indication of his and their investment in maintaining heteronormative sex/gender.

A few years later, Dewhurst and Gordon (1969) depict the risk of not managing intersex
people by evoking boundless threats. Their stressing of how the “normal functioning of
sex” is “vital” for the “survival” of humanity draws from heteronormative dread of queer
sex whose marginal existence could topple the collective capacity for reproduction. Threat
is also implied with the ‘misfit’ categorization. While worry about the intersex individuals’
future is present, it is mingled with strong affect regarding the impact of their existence on
society. The ‘sexual freak’ depiction conjures up danger and unease. In what sense that
individual would be a sexual freak is left unsaid. In that context, it could be the haunting
trouble of homosexuality with bodies too similar with one another for heteronormative
comfort. It could be objects as recipients of desire with fetishism, so-called active—passive
roles, sex work, sexual acts, or even invasive behaviour. It also is a mystery how purported
loneliness would allow sexual activity. All this reflects unformed thoughts and further
strong affect from these professional medicals. The imperative of sexual normalcy also
serves to appease these medical professionals’ fear of disorder.

Invited by Money to write the foreword to the second edition of his Sex Errors of the
Body (1994), professor emeritus and endocrinologist Dr. Gooren offers a flowery statement

” oy

over the preciousness of conventional sex convictions: “eternal verity”, “core of our being”,
“sacrosanct”, “one of the great mysteries of creation” whose questioning would “debase it”
(p. ix). It is a further illustration of how medical professionals can hold sex, gender, and
sexual norms dear. Sexual ambiguity should have no place and its existence is an affront to
the sacrosanct nature of sex and the great mysteries of creation. While he does not call out
for surgeries, his statement as well as the fact that it introduces Money’s second edition of
a book on intersex management implies their execution. Ambiguity is to be erased, as its

presence risks the questioning of norms, which is not to be allowed or tolerated.

3.4. A Motivation to Experience the Pleasure of Power

The pleasure of power is hinted at occasionally. Overtly stating that we love to
exercise power over other people’s lives goes counter to shared cultural expectations.
Still, one can find examples of older medical professionals who have expressed delight
at having the possibility to impact intersex bodies so profoundly. Two of these examples
are retrospective, but still relevant given that it lends itself to critique and thus does not
indicate self-censorship:

Nothing in medicine is more spectacular and gratifying than the prevention
or control of virilization in female pseudohermaphrodites which resulted from
the discovery in 1950 that virilizing adrenal hyperplasia can be suppressed by
physiologic doses of cortisone (Wilkins 1957, pp. 214-15)

Doctors were very influenced by the twin experience. .. That’s powerful. That’s
really powerful. .. This case was used to reinforce the fact that you can really
do anything. You can take a normal XY male and convert it into a female in the
neonatal period, and it won’t make any difference. (Grumbach, interviewed by
Colapinto [2000] 2006, p. 76, emphasis in the original)
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REPORTER JACKIE POU: “The criticism is always, these doctors are play-
ing God.”

Dr. TERY HENSLE: “No. I used to. And I really liked it. [laughs:] But it wasn’t
the right thing to do.” (ABC News Nightline and Pou 2015, 5:28-5:38 min)

Wilkins's (1957) quote illustrates that he relished the spectacular changes the treatment
he devised managed to produce in people’s bodies, not as an answer to their wishes, but
guided by his belief that the presence of a uterus dictates a female gender. Traditionally
and for decades to come in some cultures, many individuals of this variation were assigned
male and had developed a male identity. Having and exerting the power to produce this
high degree of change is gratifying, that is, it gives pleasure and satisfaction. Grumbach,
who trained under Wilkins, also illustrates the pleasure of being able to do “anything”
(interviewed by Colapinto [2000] 2006, p. 76) to an intersex individual, implying the
availability of a range of options that medical professionals get to pick. Although he veils
his own affect behind a collective “you” (p. 76), he does not exclude himself from it. He
implies a shared disposition with colleagues. In this context, his stressing and repeating
of “powerful” (p. 76) involves more than strictly being convinced by the Reimer twins
experiment of Money. It indicates enthusiasm at the actions medical professionals can
undertake with that knowledge, that is, again, determining something as decisive and
far-reaching as one’s body and one’s gender, with the expectations and treatment they will
be subjected to in all areas of social and intimate life. Dr. Tery Hensle, pediatric urologist
and professor emeritus at Columbia University, first reacts with a “no” to reporter Jackie
Pou’s mentioning of the ‘doctors are playing God’ critique. He quickly relents and says that
it had been the case, locating it in the past. He adds that he liked it®. Since ‘playing God’ is
a metaphor, it cannot be construed as an avowal of seeing oneself as God. It nonetheless
indicates an enjoyment of the decisive power one can exert over another person’s life
and body.

Wilkins” “Now, what should we do with those intersexes?” (Hampson 1956, under
“Discussion” section, p. 130) also involves power. From the outset, the sentence casually
communicates medical authority. Medical professionals benefit from the leeway to secure
management of intersex bodies/individuals and exclusively decide how it is devised,
while taking that privilege for granted and obvious. The State has not requested the
establishment of a protocol, nor did civil society, parents, or intersex individuals themselves.
“What should we do’ convokes medical peers to joint deliberation, where they enjoy the
authority of considering approaches without the pressure of accountability. In contrast,
‘those intersexes” announces intersex individuals as distant, otherized, and passive figures.
Their powerlessness is obvious, but that does not make medical professionals pause over
this imbalance. Even if this is part of a medical paternalism deeply ingrained at the time,
the cultural context cannot deny the pleasure derived from exerting so much power over
intersex individuals’ lives.

3.5. A Motivation to Experience the Pleasure of Surgery

Then comes the pleasure of surgery. Though not expressed in the original Optimal
Gender Policy literature, I postulate that surgical practice in pediatrics is not isolated from
general surgical culture. One would expect appreciation of surgical practice to get into
surgical specializations. Here are quotes from two surgeons who achieved fame in intersex
surgery before the emergence of intersex criticism and one from another who is head of a
surgeon association:

As reconstructive surgeons, often excited by what progressively appears in our
hands, we are tempted to focus mainly on the immediate outcome of the surgical
procedure rather than on the long-term results (Passerini-Glazel 1999, p. 1592)

And after having, I would say, the pleasure—and let us not take it superficially—of
the achievement, as one would say in English, of realizing with our hands the
[surgical] project we have conceived. ..
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(Nihoul-Fékété, interviewed by Dubosc 2009, 10:30-10:46 min)

Ilove to cut. Many a resident has heard me say. .. “I can’t believe somebody is
paying me to do this.”. .. At some time in your education, you were injected with
the addicting drug called “surgery”. You had and/or developed panache. You
have become a very successful surgeon, which affords you job security, financial
comfort, great respect in your community, and daily personal interactions that are
profound and fulfilling. Best of all, when you go to work, you get to cut. (Thirlby
2007, p. 429)

Thirlby (2007), a president of a US medical association, portrays his relationship to
surgery in such a way that he expects his eagerness and excitement to be a shared affect
among surgeons. He does surgery because he loves it. Although pleasure at work activities
is idealized and not problematic per se, it becomes complicated when the surgical practice
one is trained in comprises or mainly consists of deferrable operations done on individuals
without their informed consent. This enthusiasm seems to be general and applies to
intersex management surgeons themselves. Surgeon Passerini-Glazel (1999), creator of a
popular vaginoplasty technique, alludes to shared excitement among peers about their
surgical practice to explain their tendency to negate the relevance of critique coming from
people who testify it has harmed them. Eminent and retired French surgeon Nihoul-Fékété
(Dubosc 2009) talks about her relationship to surgical practice and underscores the pleasure
she draws from surgical practice. Considering that pediatric urology was developed in
good part around intersex management, I surmise that these medical professionals would
have an interest in having access to that important source of pleasure. In that regard, I
agree with Jain Morland’s (2005) assessment: “In the conventional medical approach to
intersex, the subject is the surgeon, and the patient the tool of his professional desire”
(p- 338). Older pediatric surgeons’ interest in experiencing surgical pleasure enters into
conflict with intersex individuals’ best interest, as they also have a personal interest in
promoting a surgical plan to parents.

3.6. A Motivation to Experience the Pleasure of Seeing Desirable Genitalia

Finally, there is the gratification felt when achieving ‘pleasant-looking genitalia.” This
one is the most controversial observation. I heard it being discussed in the community in
informal contexts, but to my knowledge it has not been written publicly.

The anterior wedge excision results in a more delicate feminine glans clitoris.
(Newman et al. 1992, p. 647)

Most pediatric urologists believe that the surgical procedures they currently
use result in cosmetically pleasing external genitalia and a clitoris that has the
potential to retain both sensory and erectile function. (Aaronson 2001, p. 190)

When I turned 25 years old, I asked for my medical records.

The medical report said that if my clitoris was removed, it would be more beautiful
and feminine. It was even written: This intervention made a very pleasing cosmetic effect
(Holmes, interviewed by Radio-Canada.ca Zone Société 2017, italics in original to highlight
English quotation, translation mine)

Expression of medical satisfaction towards cosmetic results of surgery appears in pre-
intersex critique literature or in later old-timer surgeons” assertions. Describing the result
of clitoral reduction as a “delicate’ clitoris draws from a sexualized lexical repertoire, as do
‘cosmetically pleasing genitalia’ and ‘very pleasing cosmetic effect’. These comments cannot
be discounted as coming from untrained clinicians unrelated to the medical professionals
who specialized in intersex management. The surgeon who performed the amputation of
Professor Morgan Holmes in 1975 when she was seven is Robert Douglas Jeffs (Holmes
2015), hailed as a founding father of North American pediatric urology. Aaronson’s (2001)
comment also indicates that he considers his affect towards cosmetic results to be shared by
colleagues. It remains that even when surgeons abstain from using words denoting sexual
appreciation, what they consider to be ‘cosmetically pleasing genitalia’ cannot escape their
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own sexual taste. External genitalia must be pleasing to the eye while females/women
assigned must satisfy surgeons’ sexual ideals of penetrability.

3.7. An Examination of the Constraints of Context

Despite claims of past practice being constrained by context, one can find through
Wilkins’s teams’ literature different allusions or even direct answers to opposing views on
intersex management. The Optimal Gender Policy first was a response to an ‘idiosyncrasy’
of approaches—from the wording of Money himself—preceding and existing at its incep-
tion. Although many medical professionals were swayed by Lawson Wilkins” authority
and prestige after its formal launch, it still was met with doubt, specifically regarding the
necessity of early and definitive gender assignment. It was expressed from Cappon et al.
(1959), Armstrong (1966), Zuger (1970) or, to a lesser extent, Grumbach (interviewed by
Colapinto [2000] 2006), but they did not gain ground because they were severely rebuked by
Money and his followers, whom he had gained since his association with Lawson Wilkins.

Specific reservations about clitoridectomy can also be found in the literature since the
very early days of the protocol. Even though the structure of the (phallo)clitoris has been
little investigated for several decades, there already was knowledge of its importance for
erotic sensation. Freudian prejudice relegating it to a secondary role in sexual development
did circulate but would not erase that knowledge. Here is a selection of discussions on the
advisability or not of clitoridectomies—emphases are mine:

There should be a complete extirpation of both corpora cavernosa and not merely
amputation which will leave a hard stump. Although some workers object to
this procedure on the grounds that it may deprive the patient of future sexual
gratification, the writer believes that it is justified because it removes some of
the tensions and problems which cause serious difficulties. (Wilkins 1950, p. 224,
emphasis mine)

Dr. ROBERT ]. McKAY Jr.: Anatomic studies have shown that the nerve endings
responsible for erotic sensation in the genital area of the female are located in
the labia minora and the foreskin of the clitoris. Therefore, if clitoridectomy is
to be done, the cavernous portion of the clitoris should be removed, leaving the
skin intact. (under “Discussion” section of Joan Hampson 1956, p. 134, emphasis
mine)

Although the importance of the clitoris to the female for satisfactory erotic stimu-
lation during active sexual life is not settled, there is some evidence that it may
be necessary (Bongiovanni 1963, p. 68, emphasis mine),

...certainly not advisable unless there is a definite indication. However, it is
questionable whether the clitoris is essential to normal adult sexual life. Kroger
and Freed state, “In the child the clitoris gives sexual satisfaction, while in the
emotionally mature woman the vagina is supposed to be the principal sexual
organ.” (Platt 1963, p. 152, emphasis mine)

Whilst in theory preservation of the glans has some thing to commend it, the
results of amputation appear satisfactory (Dewhurst and Gordon 1969, p. 41,
emphasis mine)

As early as 1950, in his first edition of his seminal book, Wilkins evokes objections to
clitoral amputation from colleagues—'workers’—on the grounds that it is crucial for sexual
pleasure. Removal of an individual’s (phallo)clitoris would go so far as to deprive them of
that experience. Wilkins’s (1950) answer to their objection means they are significant enough
for him to feel the need to justify his approach. His justification for such a surgical approach
and its concomitant gender assignment, however, was of acute vagueness: “removes some
of the tensions and problems which cause serious difficulties” (p. 224). Nowhere in his book
does he expand upon it. That such triple vagueness (tension-problem-serious difficulties)
failing at coalescing into reasoned thought sufficed to caution infringement on children’s
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bodily integrity is additional illustration of the immense authority enjoyed by medical
professionals. This authority would transmute individual and amorphous subjective
conviction into scientific truth. In 1955, in a discussion between peers involving Wilkins,
who promotes the approach he and his team developed, Dr. McKay Jr. (under “Discussion”
section of Joan Hampson 1956, p. 134) voices his concerns over amputation. Although he
is mistaken in reducing sensitivity to labia or foreskin, he nonetheless brings up the risk
of compromising erotic sensation with this type of surgery. Wilkins’ team member Joan
Hampson’s (1955) work on the supposed non-prejudicial effect of clitoridectomy on sexual
pleasure is then brought up in that conversation as an attempt to assuage his fears. While
Wilkins” team concludes thus, they did initiate that research as a response to apprehension
from peers.

Hesitation remains even after the establishment of the Optimal Gender Policy. The
importance of the clitoris for sexual pleasure is first mentioned or hinted at, but then cast
aside through an ‘it’s-important-but-not” rhetorical dance, as we observe in statements from
Bongiovanni (1963), Platt (1963), and Dewhurst and Gordon (1969). All hints at possessing
arguments without producing any, or are content with superficial answers, like evoking
the capacity for sexual pleasure of African women who were subjected to clitoridectomy
(Gross et al. 1966). Contrary to the claim of past ignorance, older medical professionals did
have an idea of the clitoris’s importance for sexual pleasure but decided against it.

While we cannot claim with certainty that every critique of the Optimal Gender Policy
would reject treatments without personal consent, the hesitation of some was in line with
the previous practice of waiting until puberty to confirm sex assignment and perform any
modifications. There was room for treatment decisions that would have better protected
intersex individuals’ integrity and sexual pleasure.

4. Discussion
4.1. Self-Centred Motivations as Negations of the Child’s Best Interest

Although one would rarely if ever read statements to the effect that a given medical
or health-related protocol is initiated with ‘good intentions’, one could deduce intentions,
interest, or motivations and their benevolent character through the presentation of the
problem or suffering the protocol is meant to solve. While some problems or sufferings
may seem obvious enough not to need a presentation, problematization that is centred
around care about a subject’s suffering would be committed to understanding its specific
dimensions and submit them as the starting point of treatment development. In the case of
the institutionalization of intersex management, problematization has been scarce, vague,
ambiguous, and brief. No data were brought up to demonstrate a state of suffering among
intersex adults that needed a systematic solution involving invasive bodily modifications
in infancy. We do have previous studies (Redick 2004, 2006; Reis 2009), however, of mid-
20th century medical professionals” attitudes towards intersex adults that shed a light on
whose interest they focused on. The suspicion about intersex individuals” own gender
affirmation has been a major motivation behind securing and systematizing control over
intersex children’s bodies and gender as early as possible in their lives. Fear of intersex
individuals getting away with homosexuality is not centred on the intersex individual’s
(best) interest, but on medical professionals” own investments in heterosexuality and its
concomitant requisite of separate and ‘complementary’ gender roles. Though motivations
and interests could theoretically shift with time, the period spanning manifestations of this
attitude and the inception of the Optimal Gender Policy is too short for it to apply.

In addition to this context, affects expressed through what clinicians said of intersex
bodies and their clinical practice included motivations unrelated with benevolent disposi-
tions towards intersex individuals. These affects emanate from key actors of the Optimal
Gender Policy and are repeated in the community of medical professionals invested in in-
tersex management. None of these have been subjected to critique by peers. This indicates
that they are not unrelated to, but are a part of this community’s culture. The affects that
are part of this culture reflect a desire to preserve heteronormative gender order, which is
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consistent with the initial suspicion of homosexuality. This investment is deeply anchored
in the clinicians’ stance, as they express affects of great intensity with their revulsion and
disgust towards bodies that are incompatible with their heteronormative sexual standards.
Conforming these bodies to heteronormativity through surgery and hormonal therapy is a
way for clinicians to appease their revulsion and disgust. Experiencing pleasure from the
power to radically change an individual’s bodily, gender, and sexual destiny is also compat-
ible with the investment in heteronormativity and dominant gender norms. A clinician can
draw satisfaction from being able to work as a bulwark against the disorder intersex misfits
could cause in these norms with their intact bodies. This satisfaction is further fed from
pediatric and urologist surgeons’ enjoyment in producing conforming bodies despite the
absence of the individual’s consent. Surgeon investment in heteronormativity can go so far
as being centred on their own relationship to sexually desirable female bodies, producing
genitalia that is pleasurable to them. In all these cases, these affects are centred on the
medical professionals and the actions they motivate serve their interest. The fundamental
question is whether these interests are compatible or not with an intersex individual’s best
interest.

While some would argue that a clinician could be invested in heteronormativity but
still draw pleasure from knowing he has the potential to drastically improve individuals’
lives, this perspective overlooks the prerequisites of ‘best interest.” Serving an individual’s
best interests implies that all actions directed at that individual be undertaken with their
interests as a priority. Given that intersex individuals were not granted a say in what
would be in their best interest, there is no way for them to set limits on differing interests.
Postulating that intersex children’s best interest would happen to be compatible with these
other interests is denying their humanity. Their distinct personhood is dissolved into
other social actors who enjoy more acknowledgement than they do. This is obvious when
Thomas (2004) claims that management was undertaken with children’s and parents’ best
interest in mind. Taking parents’ interests into account means that a child’s interest must
yield when they conflict.

4.2. Past Medical Innocence and Good Intentions Claims as Revealers of Current Medical Culture

How medical professionals envision predecessors’ affects and motivations is informa-
tive. Current defence of past clinicians indicates identification with them and their practice.
This identification is even more obvious considering that the constant and heavy emphasis
on distinguishing current practices from previous ones never turns into a disavowal of the
latter. Acknowledgement that non-consensual treatments can be damaging is restricted to
the past but still euphemized. Past practice will be inserted in previous ‘(gold) standards of
practice’ and removed from the field of objects that can be targeted by criticism, frustration,
and anger—including from individuals who have had their humanity negated and have
deeply suffered from them. For all the insistence on distinction of current practice from
the past, it still rests on the foundations laid by the Optimal Gender Policy. Examining
medical professionals” protection of predecessors and previous practice is as relevant to
understanding current practice as are the motivations behind securing control over intersex
management.

When one mobilizes ‘standard of the times’ to allow for damage caused by actions
claimed to be undertaken in the name of vulnerable individuals’ or social groups” ‘best
interest,” they expect that mere wish and presumption to know what is best will be con-
sidered as satisfactory substitutes for inquiry into what recipients wish for themselves.
They also veil decision-making processes behind unavoidability and powerlessness. At the
heart of acting “in the name of” lies the dehumanization of an individual or group whose
perspectives are not considered relevant enough or credible enough to be consulted. It may
have been difficult for actors of past contexts to behave otherwise. But, refraining from
acknowledging how their actions were damaging because they were purportedly driven by
‘good intentions” when in fact they were built on a dehumanizing relationship to vulnerable
subjects means that medical professionals holding on to the ‘good intentions’ rationale fail
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Notes
1

to see how this relationship is dehumanizing as much as they fail to see how it still applies
in today’s context. In the end, insisting on ‘good intentions’ cannot expurgate conflict, as
these assertions originate from a power dynamic whereby a dominant group has imposed
treatment on a marginalized group.

Current medical professionals’ reduction of past motivation to ‘good intentions” and
‘best interest” could indicate that they are unaware of the earlier complexity of affects,
which would reflect limited exposure in training to the history and early literature of
intersex management. That they would nonetheless project good intentions despite this
limitation indicates an investment in preserving predecessors’ images. Combined with the
defence of the successive standards of practice for being what past medical professionals
considered the best approaches and protocols, this reveals the continued importance of
protecting medical authority and self-regulation privileges. Acknowledging past practice as
severely harmful and not centred on recipients’ best interest undermines current authority.
Acknowledging that “best interest” must be founded on social actors and individuals’ own
understanding of what it consists of—especially when treatment offered for children is
non-life threatening—also does.

If current medical professionals are aware of the existence of potential alternative
treatment but still consider them improbable, it indicates a normalization of credibility
excess granted because of medical team prestige instead of examination and replication of
claims. It would also be a normalization of dominant teams” scornful rebukes of dissenting
views. The same applies to clitoridectomy. Former medical professionals” ignorance cannot
be claimed given that they felt it necessary to defend it against the awareness that the
(phallo)clitoris could be important in sexual pleasure. It is prejudice and not ignorance that
made medical professionals willing to discard it with shallow arguments.

4.3. Concluding Remarks

This narrative has a functional purpose for current practice. We would gain from
probing what motivates medical practitioners to resist intersex critiques and frustration and
how they conclude that predecessors were being motivated by "good intentions" and could
not envision treatment alternatives. We would also gain from exploring what it means to
them to defend these predecessors. In their adaptation to medical intersex management of
Card’s philosophical reflections on institutional evils, Peck and Feder (2017) hypothesize
that medical resistance to apology over past practice could stem from misunderstanding
the different degrees of responsibility. While my observations indicate more motivations,
this dimension is worth investigating. The ‘good intentions” defence should be examined
as part of a conversation on power, accountability, and reflexivity in medicine and other
institutions. It should also spur a reflection on how we proceed to identify our intentions,
motivations, and interests as citizens or professionals.
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Incidentally, Peter A. Lee and Christopher P. Houk are the first authors of the Consensus Statement on Management of Intersex

Disorders, which was broadcast as a more sensible and respectful approach to children with intersex variations (Lee et al. 2006).
It has been criticized by intersex activists for its vagueness, its absence of commitment to stop normative surgeries, and its
adoption of pathologizing Disorders of Sex Development nomenclature (Christian-Ghattas 2019; Holmes 2011; Carpenter 2016).
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The exclusionary practices of medical professionals towards intersex activists in the drafting of the Consensus have also been
subjected to critique (Karkazis 2008).

2 Some of these references have medical professionals as authors but represent medical association statements.

3 Carpenter (2024) points out that medical “claims about change” have been a useful political tool in hindering legislative regulation
of medical management of people with innate variations of sex characteristics (p. 7).

4 My putting ‘Western’ between parentheses stems from the fact that the word has its failings, as it does not adequately reflect
geographical positions. I nonetheless use it to avoid universalizing observations made in European, North American, and
Oceanic contexts. I do not presume they are absent from other contexts; my knowledge is simply insufficient to draw conclusions
about them.

5 In France, fear of “sex errors” in assigning gender to children drove famous medical professionals to push for legislation that
would grant them the authority of assignment at birth. They stressed how laypeople’s mistakes could introduce danger in
segregated spaces and institutions, as well as create same-sex marriages (Houbre 2014).

6 Ulrike Kloppel’s thorough historical research has allowed finding informal discussions preceding presentations of the Optimal
Gender Policy, which I included in my sample (Kloppel 2010).

7 I have read Money’s thesis, but it is forbidden to quote it directly (see Money 1952). Since Colapinto mentioned it before the
introduction of this interdiction, I use his account.

8 This exchange is discussed in Feder (2015). Dr Tery Hensle started his pediatric urology practice at the end of the 1970s.
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Abstract: Medical intervention in the context of variations in sex characteristics (intersex variations)
has been addressed by many academic disciplines, including medical research, human rights law,
and psychosocial research, but few studies bring these diverse disciplines into substantive dialogue.
Recent years have seen an increase in human rights statements about the indefensibility of some
surgical interventions carried out on children with variations in sex characteristics. This has prompted
attempts in some jurisdictions to move towards human rights-based healthcare for people with inter-
sex variations. Such a move will require better dialogue across legal and health-related disciplines, as
well as a clearer overview of which and how many surgical interventions are at issue. The present
paper initiates the dialogue across disciplines and quantifies surgical interventions carried out on
the sexual and reproductive organs of minors in Aotearoa New Zealand, over a five-year period.
We suggest that, for the purpose of monitoring any shift towards human rights-based healthcare,
national healthcare data will need to more clearly identify diagnoses and interventions relating to
minors with variations in sex characteristics.

Keywords: intersex; variations in sex characteristics; human rights; psychosocial; hospital data;
genital surgery; children

1. Introduction

Research relating to intersex healthcare consists of discrete bodies of literature that
show little dialogue between them. Medical research, human rights research, and psychoso-
cial research all address questions about the healthcare of people with intersex characteris-
tics, but more dialogue across this literature is required to improve healthcare. The present
paper works across these bodies of literature, specifically considering medical practice in
Aotearoa New Zealand. This paper is guided by three questions. (1) What understanding
can be achieved by working across medical, human rights, and psychosocial literature on
intersex healthcare? (2) What empirical evidence is there of surgical procedures on minors
with variations in sex characteristics in Aotearoa New Zealand? (3) How might a human
rights approach to the healthcare of people with variations in sex characteristics impact
health service data?

2. Medical Practices and Psychosocial Critiques

People with variations in sex characteristics are diagnosed and treated with a view
not only to addressing biomedical issues but also to masculinise or feminise sex anatomy.
The most common surgical intervention intended to produce normative male genitalia is
hypospadias surgery, and a substantial body of medical literature focuses on this surgery.
Less literature focuses on feminising interventions, which can include clitoral surgery and
vaginal construction and gonadectomy. We consider the literature on each of these types
of surgery.
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2.1. Hypospadias Surgery

Hypospadias surgery involves moving the urethral opening from the underside to the
tip of the penis and is typically carried out on the healthy tissue of an infant’s penis. In a
substantial percentage of cases, this surgery produces ongoing medical problems, some of
which necessitate further surgery.

This surgery is driven by the belief that a child with a penis that is different from others
will suffer in social situations. That is, hypospadias surgery is carried out for psychosocial
reasons. Parents are required to consent to hypospadias surgery on behalf of their children,
but it is not clear that the consent given is fully informed (Roen 2022). Research suggests
that men who are used to living with hypospadias do not tend to seek penile surgery
(Dodds et al. 2008, p. 682), and parents who initially consent to hypospadias surgery on
behalf of their sons often regret that decision later (Vavilov et al. 2020).

Outcome studies suggest complication rates ranging from 10% to 54%, depending on
the degree of hypospadias and the length of follow-up (Lucas et al. 2020; Pfistermuller et al.
2015; Schneuer et al. 2015). The most frequent complications include lower urinary tract
symptoms (LUTS), urethral stricture, urethral fistula, meatal stenosis, and urinary tract
infection (Hoy and Rourke 2016; Pfistermuller et al. 2015). Urologists specialising in this
surgery raise concerns about the rate of failure and the need for repeat surgery to repair
problems caused by the initial operation (Long and Canning 2016; Long et al. 2017). Some
children undergo multiple repeat operations throughout their childhood for this reason.
Each repeat operation carries a higher likelihood of failure than the previous operation
(Snodgrass et al. 2014).

2.2. “Feminising” Interventions

Some variations in sex characteristics prompt “feminising” interventions such as
clitoral reduction, vaginal construction, and gonadectomy. International research viewing
long-term outcomes of this surgery often focuses on specific diagnostic groups such as
CAH and AIS.

A review of surgical outcome studies reports on 29 studies (1178 patients) following
genital surgery in relation to congenital adrenal hyperplasia (CAH) and identifies concerns
about clitoral sensitivity, difficulties with vaginal penetration, and vaginal stenosis (Almasri
et al. 2018). One concern quantified across 14 studies was vaginal stenosis (at a rate of
0.27; 95% CI 0.15 to 0.41). Another concern quantified across eight studies was urinary
incontinence (at a rate of 0.04; 95% CI, 0.0 to 0.10). The three studies (combined sample size
N = 102) reporting whether participants were able to have comfortable intercourse found
that this was only possible for 48% of respondents. Three different studies (combined sam-
ple size N = 98) reported that almost 20% of respondents reported pain during intercourse.
These are examples of the concerns about feminising genital surgery sometimes carried out
on people too young to consent or understand the long-term implications of the surgery.

A study of long-term outcomes for people with AIS reported on 63 people who
had undergone surgery, including 62 gonadectomies and 12 instances of vaginal surgery
(Duranteau et al. 2020). A further nine had undergone vaginal dilation without surgery.
Substantial numbers of participants (up to 62%) reported pain and bleeding in relation to
intercourse, and this was true for those who had had vaginal interventions and for those
who had not. Table 1 distils data on sexual complaints most frequently reported by people
with AIS.

The high rate of complaints related to vaginal surgery is reflected in other studies, too
(Duranteau et al. 2020). Given this recent evidence that the available interventions do not
reliably produce good outcomes for adults, it is questionable to carry out such interventions
on minors.
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Table 1. Frequently reported sexual complaints.

During Intercourse After Intercourse
Participants who had vaginal pain: 62% pain: 38%
interventions bleeding: 47% bleeding: 20%
Participants who did not have pain: 55% pain: 25%

vaginal interventions
(Data from Duranteau et al. 2020).

2.3. Gonadectomy

When a person with internal gonads is found to have a Y chromosome, it was histori-
cally standard practice to remove the gonads during childhood. In the case of complete
androgen insensitivity syndrome (CAIS), gonadectomy was standard practice soon af-
ter diagnosis (Deans et al. 2012), but this has changed over time. For people living as
girls/women, gonadectomy was understood both to reduce cancer risk and to align the
sexed anatomy with the gender identity of the person concerned. Both of these rationales
for removing the gonads have come into question. Recent research documents the “negative
impact of gonadectomy” in the lives of people with AIS (Duranteau et al. 2020, p. 4). Some
people with relevant diagnoses (such as Androgen Insensitivity Syndrome and Swyers
Syndrome) now retain their gonads, which are beneficial in terms of bone development
and maintaining hormonal balance. In at least some instances, it now seems that the risk
of cancer is lower than previously thought. Based on “data, and in line with demands
from advocacy groups to restrict surgery. .. many DSD centres gradually adopted a policy
of postponing prophylactic gonadectomy to late adolescence in individuals with CAIS”
(Cools and Looijenga 2017, p. 176).

Giving more opportunities for young people in some centres to have a say about their
healthcare has produced a generation of girls who have grown up with CAIS and, in some
instances, are choosing not to undergo gonadectomy as adults (Cools and Looijenga 2017).
While leading centres may have a policy of gonad retention until late adolescence, it is not
clear how widespread this approach is outside leading centres.

2.4. Psychosocial Research

Psychosocial rationales are often put forward to explain surgery on the sexual and
reproductive organs of children with variations in sex characteristics. There is now a
growing body of psychosocial research literature highlighting the flaws in the assumption
that such surgery will lead to better psychosocial outcomes for children.

Psychosocial research points to problems with the attempt to surgically “normalise”
the sexed anatomy of people with variations in sex characteristics. We highlight three types
of problems: (1) flawed assumptions underpinning surgery; (2) problematic communication
and decision-making around the surgery; and (3) troubling outcomes from the surgery. We
consider the literature addressing each of these concerns.

Surgical interventions to produce more normative-looking genitalia have long been
based on psychosocial assumptions about child well-being. Assumptions revolve around
heteronormative expectations (creating genitalia that will facilitate penis—vagina inter-
course) and gender-specific expectations, such as the idea that a boy must be able to stand
to urinate. Studies that have sought to assess the validity of assumptions about the psy-
chosocial benefits that people experience as a result of childhood genital surgery have
failed to support these assumptions (e.g., Schonbucher et al. 2008). Some have underscored
approaches that avoid or work critically with these assumptions (e.g., Alderson et al. 2018;
Liao 2007). It seems that the psychosocial assumptions used to justify normalising surgery
during childhood are based on the personal beliefs of the adults making decisions on behalf
of children, not on psychosocial research evidence.

Surgical interventions on children’s genitalia have been considered justifiable on
the basis of parental consent. Researchers now bring the informed consent process into
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question, pointing to persistent communication difficulties that arise in the hospital setting.
Psychosocial research shows that parents find hospital-based communication about their
child’s variation in sex characteristics confusing (Boyse et al. 2014), fails to take their
concerns into account (Chivers et al. 2017; Lundberg et al. 2017), and leaves them feeling
they cannot genuinely make a decision about the proposed surgery (Freda et al. 2015).
These communication issues undermine the validity of (parental) consent.

Even if valid informed parental consent was obtained and the assumptions under-
pinning normalising genital surgery were accurate, the troubling outcomes of surgery
cannot be ignored. In addition to unintended outcomes involving surgical complications
(pain, bleeding, and infection) are unintended psychosocial outcomes of surgery and the
genital examinations necessitated by surgery. Over decades, intersex people have told
psychologists about the inappropriate level of genital examination they experience and the
distress this causes (Kessler 1998; Tosh 2020). Psychosocial research points to the stigma,
shame, disempowerment, and anger that result from genital surgery and examinations
(Meyer-Bahlburg et al. 2017; Sanders et al. 2017), comparing this to the psychological effects
of sexual abuse (Schiitzmann et al. 2009; Tosh 2020). Given that genital surgery cannot
be carried out without genital examinations and the likelihood of repeat surgery, the is-
sues raised here are unlikely to be resolved in a context where childhood genital surgery
continues at current levels.

3. Human Rights Literature

The heightened focus on surgeries on individuals with variations in sex characteristics
in medicine and psychosocial research has led to an examination of such surgeries within
human rights law. The current study builds on prior work that considers medical interven-
tions on intersex children from human rights and ethical perspectives (Bauer et al. 2020;
Carpenter 2016; Garland et al. 2021, 2022; Monro et al. 2017; Zelayandia-Gonzalez 2023).

In global terms, the right to be protected from degrading treatment (UNGA 1948, art 5;
19664, art 7; 1984, art 16) was extended to healthcare settings when the UN Special Rap-
porteur Against Torture called upon states to repeal any law allowing genital-normalising
surgery to be enforced or administered upon any person without their free and informed
consent (UNHRC 2013). The right to health (UNGA 1948, art 25; 1966b, art 12), which
includes sexual and reproductive health (WHO 2015), is also violated when states fail to
take steps to prevent medically unnecessary, irreversible, and involuntary surgery and
treatment (CESCR 2016). As with all human rights, these human rights are underpinned by
the right to be free from discrimination (OHCHR 2021).

Articles 23 and 24 of the United Nations Declaration on the Rights of Indigenous
Peoples (UNDRIP) state that Indigenous people have the right to the enjoyment of the
highest attainable standard of physical and mental health (UNGA 2007). The right to health
is a central component of Indigenous peoples’ right to self-determination. The principle of
free, prior, and informed consent, as an integral element of the right to self-determination,
means that Indigenous peoples have the right to be actively involved in the development
and administration of a health programme. However, Indigenous people commonly
experience discrimination and interpersonal and structural racism that frequently leads
to their marginalisation or exclusion (UNHCR 2016). The rights of minorities are also
recognised in international law (UNGA 1966a, art 27), which has implications for Pacifica
in Aotearoa New Zealand.

Within the UN Convention on the Rights of the Child 1989 (“the Convention”), the
matter of unconsented surgeries on children with variations in sex characteristics is re-
garded as a harmful practice (CRC 2015) contravening the child’s right to be free from
violence (UNCRC 2011; UNGA 1989, art 19). A children’s rights perspective requires a more
nuanced approach to determinations of necessity and consent. Article 3 of the UNCRC
requires that the child’s best interests are a primary consideration in a decision affecting the
child. This means that an adult’s judgement of a child’s best interests cannot override the
obligation to respect the child’s rights under the Convention (UNCRC 2011). The child’s
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best interests also means that the question of valid consent must include consideration of
whether the treatment would be medically justifiable, a decision that should be made by a
multidisciplinary team of professionals (UNCRC 2013). The child’s right to have their voice
heard (UNGA 1989, art 12) also plays a key role, meaning that it should be presumed that a
child has the capacity to form their own views and the right to express them in healthcare
proceedings. The right to be heard for all children means that information about proposed
treatments and their effects and likely outcomes should be provided in a child-appropriate
way, with properly trained staff (CRC 2009). Article 18 of the Convention also recognises
that parents are primarily responsible for the upbringing and development of their child,
which provides the basis for parental authority and capacity to provide consent (that must
be informed by their child’s best interests). The exercise of parental responsibility must also
be considered in light of the evolving capacities of the child (UNGA 1989, art 5). Together,
these provisions mean that, ultimately, the child is potentially competent to consent to
medical treatment irrespective of the views of their parents (UNCRC 2003).

The Convention’s prohibition of discrimination (UNGA 1989, art 2), along with its
particular recognition of the rights of Indigenous and minority children (UNGA 1989, art
30), underpins States” obligations to effectively realise the rights of their intersex children,
some of whom will experience multiple forms of discrimination. As an aspect of their right
to health, Indigenous children must have access to culturally appropriate health services
(UNCRC 2009). The UNDRIP also calls for particular attention to the rights and special
needs of Indigenous youth and children (UNGA 2007). Similarly, the Expert Mechanism
on the Rights of Indigenous Peoples has noted that the varying challenges experienced by
Indigenous children may be compounded by intersecting vulnerabilities, including being
intersex (UNHCR 2016; UNHRC 2021).

The human rights provisions outlined above have implications for the design and
delivery of healthcare to Pacifica intersex children, though there is no clear evidence of this
being taken into account in current health service delivery in Aotearoa New Zealand.

Domestic Law in Aotearoa New Zealand Echoes International Human Rights Law

Section 11 of the New Zealand Bill of Rights Act 1990 (NZBORA 1990) states that
everyone has the right to refuse medical treatment. Section 19 of the Act states that
everyone has the right to be free from discrimination, a right that includes the prohibition
of discrimination on the grounds of sex (HRA 1993, s 21(1)(a); NZHRC 2020). The NZBORA
also recognises the rights of minorities (NZBORA 1990, s 20).

The Health and Disability Commissioner Act 1994 establishes that no healthcare
procedure shall be carried out without informed consent (HDCA 1994, s 20(1)(a)). The
Code of Health and Disability Services Rights 1996 contains the right to be fully informed
and to be able to make an informed choice and give informed consent. The provision
of consent is a matter of competence to be determined by the health professional (HDC
1996). Such determinations are not age-related, with the focus being on the competence
of the individual child to consent (van Rooyen et al. 2015; Wood 1998). Questions of the
competency and fitness of health practitioners are governed by the Health Practitioners
Competency Assurance Act 2003.

There is no legally defined age at which any person is deemed competent to consent
to medical treatment. The Care of Children Act 2004 (COCA 2004) sets some parameters
for such decision-making. The welfare and best interests of the child or young person are
the first and paramount consideration in all decision-making affecting the child (COCA
2004, s 4), and the child must be protected from harm (COCA 2004, s 5(a)). The child must
be given reasonable opportunities to express their views on any matters affecting them,
and such views must be taken into account (COCA 2004, s 6). Parents have the primary
responsibility for the child’s development and upbringing (COCA 2004, s 5(b)), whilst their
duties, powers, rights, and responsibilities include helping the child to decide on important
matters affecting them, such as non-routine medical treatment (COCA 2004, 16(1), (2)).
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In Aotearoa New Zealand, there is a further bicultural dimension to the aforemen-
tioned legal and policy framework that stems from the country’s founding document,
namely the Treaty of Waitangi Te Tiriti o Waitangi 1840 (Treaty of Waitangi Te Tiriti o
Waitangi 1840). Current responses to intersex variations have been criticised for overlook-
ing Indigenous cultural constructs and understandings (Kerekere 2017; Steers et al. 2021),
reflecting only binary Western constructions of gender that categorise individuals as either
male or female (NZHRC 2018). Similar findings have been made in relation to Pacifica
(Thomsen et al. 2021).

Since the late 1990s, advocates have consistently campaigned on the human rights
implications of surgery on intersex children at the international level (SOGII 2013; UNHRC
2018, 2019). At the domestic level, in 2008, the New Zealand Human Rights Commission
(NZHRC) stated that intersex children should not be operated on and that an independent
advocate should represent the interests of the child where delaying surgery was not possible
(NZHRC 2008). It subsequently recommended the development of legislative safeguards
for children in light of the right to bodily integrity and the right to refuse medical treatment
contained in the New Zealand Bill of Rights Act 1990. The Commission has also called
for a child-centred approach requiring a central role for young intersex people and their
families/whanau in policy development, legislative changes, and medical developments
(NZHRC 2016).

In effect, for most Aotearoa New Zealand children with variations in sex characteristics,
the decision concerning potential medical intervention may be deferred to when the child
is of sufficient age and maturity to have a well-reasoned, culturally informed view on
whether or not to have that intervention.

The matter of surgery on intersex children was discussed by Aotearoa New Zealand’s
delegation and the UN Committee on the Rights of the Child in 2016. The view of the
delegation was that there was no legally binding system to prevent genital normalisation
surgeries in children, and neither were there plans to introduce such legislation. In a follow-up
to the delegation’s statement that there was no surgery related to “gender assignment” in
New Zealand since 2006, the government clarified that the government had provided funding
for genital normalisation surgeries outside of Aotearoa New Zealand. It was subsequently
revealed that one to two operations within the country had been undertaken upon children
on an annual basis (UNCRC 2016b). The CRC Committee subsequently recommended the
creation of a child rights-based healthcare protocol for intersex children, and that medical
and psychological professionals be trained on the range of biological and physical sexual
diversity and on the consequences of unnecessary surgical and other medical interventions on
intersex children (UNCRC 2016a). In response to these recommendations, as well as domestic
advocacy, the Child and Youth Intersex Clinical Reference Group produced a guideline
for health professionals involved immediately following the birth of a child with a genital
variation (Starship 2020). Unfortunately, this guideline goes little further than encouraging
health professionals to avoid stigmatising language and suggesting that surgery should not
be considered as a first option. Aotearoa New Zealand has been asked to provide further
information on the establishment of the rights-based healthcare protocol for intersex children,
as well as data on the number of intersex children who have undergone surgery or treatment
related to their sex characteristics (UNCRC 2020).

4. Empirical Study

To document any shift towards human rights-informed medical practices, it is nec-
essary to collect data on how many surgical procedures are undertaken on minors with
diagnoses related to variations in sex characteristics (diagnoses of sex development). A
move towards human rights-informed healthcare should be marked by a reduction in
surgery on the genital and reproductive organs of children who are too young to consent.
The current study begins this process of documentation, presenting data over the 5-year
period to 2019.
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We report on hospital data from Aotearoa New Zealand and address two questions:
(1) What surgery is carried out on the genital or reproductive organs of children and young
people in Aotearoa New Zealand? (2) What are the human rights implications of this
surgery for children and young people with variations in sex characteristics in Aotearoa
New Zealand?

5. Methods

This study is based on aggregate hospital discharge data published online annually by
New Zealand’s Ministry of Health!. These data include the annual number of diagnoses
given and surgical procedures undertaken within New Zealand’s publicly funded health
system, with a breakdown by age, sex, and ethnicity. We searched for diagnoses and
surgical interventions that are or may be related to variations in sex characteristics. New
Zealand hospital data are reported using ICD terms.

We organised and interpreted the data following four steps. First, identifying which
ICD terms are most likely to relate to people with variations in sex characteristics. Second,
identifying which of these were applied to minors during the five years of interest. Third,
tabulating all the data for the relevant ICD terms and age groups. Fourth, clustering the
ICD terms under relevant headings and producing pie charts and histograms for each
cluster of interventions or diagnoses.

6. Findings

The use of ICD terms becomes problematic when interpreting the data. Hospital
surgery data breaks down genital and reproductive surgery into categories that cannot sim-
ply be interpreted or mapped onto specific genital variations because the labelling makes
generic reference to incision, excision, repair, or categories such as “other procedures”. The
interventions indicated by these terms may or may not have been carried out on a person
with a variation in sex characteristics. There are records of surgical interventions on the
penis, urethra, testes, vas deferens, vagina, vulva, perineum, and clitoris of children, and
these are the focus of our analysis.

Reporting all these data, with the knowledge that some of them may have no bearing
on children with variations in sex characteristics, is useful at this stage because we envisage
that there should be a change over time in the frequency of these interventions as health
professionals in Aotearoa New Zealand shift to a human rights-based way of working. We
also propose a shift in record-keeping to help monitor changes to the healthcare of people
with variations in sex characteristics.

We report the analysis of hospital discharge data on diagnoses and surgical interven-
tions under four subheadings: (i) diagnoses, (ii) hypospadias, (iii) gonadectomy, and (iv)
surgery on children’s clitoris, vagina, vulva, and perineum.

6.1. Diagnoses

By far, the largest number of diagnoses falling under the umbrella of interest relate to
hypospadias. More than 200 minors are diagnosed with hypospadias each year in New
Zealand (with a population of just over 5 million?), while other categories likely to relate to
variations in sex characteristics are far less numerous, as shown in Figure 1. Because of the
way some diagnoses related to sex development are clustered and labelled and because
most cases are simply documented as “other,” it is very difficult to get a clear picture of
how many minors with variations in sex characteristics are diagnosed in New Zealand
hospitals each year.
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Figure 1. Diagnoses that may be associated with surgery on the genital or reproductive organs of
minors with VSC, sum over 5 years.

Figure 1 shows the 5-year sum of people aged 0-19 years who were given a range
of diagnoses that could fall under the umbrella of variations in sex characteristics and be
associated with surgery on genital and reproductive organs.

Public hospital data classifies most of these variations in genital or reproductive organs
broadly as “congenital malformations”, thereby obscuring the many diagnostic groupings
that fall under the umbrella of variations in sex characteristics. It is not possible to know
how many of the minors who received these diagnoses might have undergone surgery on
their genital or reproductive organs.

The diagnostic group that does appear clearly in the dataset but is not considered in
Figure 1 is hypospadias.

6.2. Hypospadias

Unlike other diagnostic groups, there is clear documentation of how many surgical
procedures take place each year on children diagnosed with hypospadias. Based on the
number of surgical procedures documented (Table 2), it appears that the majority of people
diagnosed with hypospadias undergo at least one surgical procedure between the ages of 0
and 4 years. As shown in Figure 2, a substantial number of these surgical procedures are
carried out on Indigenous Maori and Pacifica children.
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Table 2. Hypospadias diagnoses and surgical procedures on minors.

Age 2014/15 2015/16 2016/17 2017/18 2018/19
Oto4 258 258 222 241 196
5to9 20 25 12 16 13
Hypospadias
diagnosis 10 to 14 6 9 11 5 5
15t0 19 4 2 7 3 2
Total 288 294 252 265 216
Oto4 194 200 176 175 133
5t09 25 33 22 17 12
Hypospadias
surgery 10 to 14 8 7 13 11 3
15 to 19 2 2 4 3 0
Total 229 242 215 206 148

6.3. Gonadectomy

Gonadectomy may be performed for a number of reasons, including torsion of the
testis, undescended testis, infection, cancer, injury, or in the context of a variation in sex
characteristics such as androgen insensitivity syndrome. It is not possible to know, on the
basis of publicly available data, which instances of gonadectomy relate to a variation in
sex characteristics and which gonadectomies might have been delayed until the child was
old enough to have a meaningful say in the decision. Figure 3 clusters together procedures
that involve the removal of ovaries and/or testes. To better monitor surgical practices that
impinge on the human rights of people with variations in sex characteristics, it would be
necessary to maintain clearer records relating to gonadectomy, which can shed more light
on the issue of necessity and consent.

6.4. Surgery on Children’s Clitoris, Vagina, Vulva, and Perineum

Over the years studied, minors in Aotearoa New Zealand underwent hundreds of
operations per year on their vagina, vulva, or perineum. Public hospital discharge data
classifies most of this surgery under broad categories of excision, incision, repair, and
other, which gives no way of knowing which procedures are related to variations in sex
characteristics and which could have been delayed until the person was old enough to
consent. Given the high number of procedures and the relatively low incidence of variations
that impact on vaginal anatomy, we presume that most of the procedures indicated in
the data do not relate to variations of sex characteristics but are carried out for some
other reason.

Figure 4 presents the total number of surgical procedures each year broken down by
age and ethnicity.

Figure 5 shows the total number of procedures carried out on the “female” organs of
0-19 year olds over the 5-year period studied. This pie chart demonstrates the extremely
vague terms used in the presentation of data about surgical procedures on genitalia labelled
as female. Based on the terms used, it is impossible to know which interventions are carried
out on children and young people with variations in sex characteristics. In order to assess
whether there is any reduction in the number of feminising genital procedures on minors
in Aotearoa New Zealand, the data collected would need to be coded more clearly than is
currently the case.
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6.5. Overview of Procedures across Age Groups

Table 3 documents the number of surgical interventions undertaken on the genital
and reproductive anatomy of people aged 0 to 19 years over the 5-year period studied.
While not all of these interventions were carried out in the context of a variation in sex
characteristics, it is reasonable to assume that many were.

Table 3. Surgical procedures on the genital and reproductive organs of people aged 0-19 years.

Procedures 2014-2015 2015-2016 2016-2017 2017-2018 2018-2019
Hypospadias Repair 229 242 215 206 148
Orchidectomy 88 63 60 75 77
Oophorectomy? 37 37 37 45 44
Surgical Procedures on the Urethra 133 117 137 101 111
Testis, Vas Dfeferens, Epldldyrms, and 70 63 71 &7 59

Spermatic Cord Interventions

Surgical Procedures on the Vagina, 170 170 153 169 158

Vulva, or Perineum

7. Discussion

Some medical interventions carried out on children and young people with variations
in sex characteristics raise human rights issues. The current analysis focuses on surgical
interventions recorded in national hospital discharge data. It is important that future
research address interventions that are not the focus here, including hormonal treatments,
medical examinations, and other diagnostic procedures.

National hospital discharge data made publicly available in Aotearoa New Zealand
documents the surgical interventions carried out on the sexual and reproductive anatomies
of children and young people, including hypospadias repair, orchidectomy, oophorectomy,
and surgical procedures on the urethra, vagina, and vulva. For many of these interventions,
it is not possible to know (on the basis of the publicly available aggregate data) whether
the intervention was carried out in the context of a variation in sex characteristics. Other
reasons for some of the surgical procedures identified could include gender-affirming
surgery for young trans people or repair surgery following an injury.

It is not clear from hospital discharge data which of the procedures documented
would be delayed or stopped in the context of a move to human rights-informed healthcare
of minors with variations in sex characteristics. There are questions to be asked about
procedures occurring on younger children. What are these interventions? Could they
have been delayed until the child was old enough to meaningfully consent? On what
basis did the child’s caregivers consent to the surgery? More detailed data would be
needed to consider any human rights implications of these procedures on the reproductive
organs of minors, including a substantial minority of Indigenous Maori children, as well as
Pacifica children.

7.1. Genital Surgery on Indigenous Mdori and Pacifica Children

A substantial minority of the operations documented in our study are carried out
on Indigenous Maori and Pacifica children. In the context of Aotearoa New Zealand,
where Te Tiriti o Waitangi sets out binding agreements about the obligations of the State
to protect and promote the well-being of Maori people, this should mean that Indigenous
communities are consulted and Indigenous health principles are applied to the healthcare
of these children. There is no evidence of this occurring, and we have not been able to
find documentation of Indigenous perspectives being sought or expressed in relation to
the specific kinds of surgery considered in this paper. Given the long-standing failure to
adequately serve Indigenous populations in mainstream health services, it seems unlikely
that all caregivers responsible for Indigenous children give genuinely informed consent for
the surgical interventions that these children undergo.
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The obligation to recognise the rights of minorities in domestic (NZBORA 1990, s 20)
and international law (UNGA 1966a, art 27; 1989, art 30) has implications for the design
and delivery of healthcare to Pacifica children; again, there is no evidence of this occurring.

The UNCRC 1989 stipulates that Indigenous children must have access to culturally
appropriate health services (UNCRC 2009), and the UNDRIP 2007 underscores the rights
of Indigenous people in relation to health. Taking a human rights-based approach to
the healthcare of children and young people with variations in sex characteristics would,
therefore, mean establishing what constitutes culturally appropriate responses to intersex
bodies. Given that Maori and Pacifica models of health emphasise a holistic perspective,
not a medicalising or compartmentalising approach, it seems likely that intersex advocates’
calls for respecting bodily integrity (Black et al. 2017) could sit well with Maori models
(Durie 1985, 1999), and Pacifica models (Kapeli 2021) of health. It is time for work to be
done on articulating Maori and Pacifica approaches to intersex health and well-being (Roen
and Oliver 2022) and for those understandings to contribute to healthcare practices.

7.2. Penile, Vaginal and Vulval Surgery

In Aotearoa New Zealand, an average of 175 surgical procedures are carried out per
year on children aged 0 to 4 in relation to hypospadias. The United Nations Committee
on the Rights of the Child has recommended that non-essential surgical procedures on the
genitalia of infants and children too young to consent in Aotearoa New Zealand do not
continue (UNCRC 2016a). Discontinuing hypospadias surgery, in most or all cases, should,
therefore, be a priority for shifting to a human rights-based healthcare approach for children
with variations in sex characteristics. Hypospadias surgery is questionable from a human
rights perspective because hypospadias surgery is not biomedically necessary. Rather, it
tends to be undertaken for psychosocial reasons that are increasingly being challenged.
Hypospadias surgery can necessitate subsequent surgeries to correct problematic surgical
outcomes. Evidence of parental regret (Vavilov et al. 2020) and the lived experience of
adults with hypospadias raises questions about consent, which has legal implications. A
human rights-based approach would mean delaying surgical intervention at least until the
person concerned can meaningfully consent to the surgery or freely opt not to have surgery.

The long-term effects of vaginal and vulval surgery impact the person’s sexual expe-
rience in ways that cannot necessarily be taken into account by health professionals and
caregivers deciding to go ahead with surgery on children. For decades, intersex people
have raised concerns about this kind of surgery (e.g., Chase 1998; Holmes 2002a, 2002b),
and so have health professionals (e.g., Creighton and Minto 2001; Crouch et al. 2008; Minto
et al. 2001). Recent clinical research echoes these concerns (Almasri et al. 2018; Duranteau
et al. 2020). Given that feminising genitoplasty is typically carried out for psychosocial
reasons (founded on the popular beliefs that a girl must grow up with typical-looking
genitalia and that all females want to participate in penis—vagina intercourse) and not
on biomedical grounds, these surgical interventions can be delayed until the person con-
cerned is old enough to decide for themselves whether or not they want surgery. In cases
where menstruation might be obstructed prior to surgery, this can be managed through
medication until surgery occurs.

Medical evidence cataloguing high levels of poor outcomes with feminising genito-
plasty ought to prompt more data collection on this type of surgery on children with genital
variations; the failure to do so raises questions around the extent to which the human
rights (NZBORA 1990, s 11; UNGA 1989, art.s 19, 24) of children with vaginal variations
are protected in Aotearoa New Zealand. The challenge ahead is to establish a nonsurgical
healthcare pathway that includes enough support for affected whanau/families to raise a
child with genital variation and enough support for children and young people so they
can genuinely be involved in a consent process if, one day, surgery becomes a possibility
for them.
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7.3. Prophylactic Gonadectomy

The question of gonadectomy on minors with variations in sex characteristics is more
complicated than the other surgical interventions considered here. Some gonadectomy,
for some diagnostic groups and age groups, is medically necessary and can be lifesaving.
The complicated questions relate to which groups, at which ages, and based on what
information. Here, we set out some key understandings from recent clinical research with
a view to informing a human rights-based approach to gonadectomy.

Gonadectomy impinges on fertility, hormone production, and bone health and is,
therefore, of particular concern (Weidler et al. 2019). Living without gonads necessitates
hormone replacement therapy, which can be hard to manage, potentially leading to years
of debilitating problems. The dilemma faced by clinicians and by people who agree to
this surgery (for themselves or on behalf of their children) is that it may not be easy to
weigh the health risks associated with gonadectomy against the cancer risks associated
with some internal gonads. This dilemma is twofold: first, new research continues to
emerge informing the assessment of cancer risk, and second, the very mention of cancer
can be so emotive that it may be difficult for caregivers to accurately assess risk. In some
instances when gonads are removed, parents are unaware of the choices open to them
(such as retaining the gonads until at least after puberty), and parents and young people
do not have access to good data about the actual level of risk of malignancy given their
specific circumstances.

A gonad-sparing approach is now taken in some centres internationally, based on
low malignancy rates during childhood, depending on diagnosis (Steinmacher et al. 2021).
This gonad-sparing approach involves an assessment of tumour risk based on molecular
diagnosis, but the difficulty of rolling out this approach more widely is that most patients do
not have a molecular diagnosis (Steinmacher et al. 2021). Some clinician-researchers have
proposed a biannual screening program for women who choose to retain their gonads into
adulthood (Dohnert et al. 2017), and some have set out a protocol for gonad preservation
based on the principle of shared decision-making and watchful waiting (Weidler et al. 2019).
While “testicular germ cell tumours are increasingly believed to be quite rare with rates
as low as 0% in molecularly confirmed individuals with AIS” (Weidler et al. 2019, p. 605),
there is currently no way of reliably detecting the development of malignancy (Cools and
Looijenga 2017; Weidler et al. 2019).

For variations in sex characteristics where gonadectomy might once have been routine,
human rights-based healthcare would involve taking a gonad-sparing approach whenever
possible. The latest research suggests that decisions should be informed by molecular diag-
nostic tools and the principle of shared decision-making. This area of intersex healthcare
is changing at some pace as new technologies become available to identify cases where
gonadectomy is necessary for saving life and to distinguish those from cases where go-
nadectomy impinges on the rights of a minor. A greater understanding of the medical risks
and health benefits of delaying gonadectomies in children should presumably lead to a
downward trend in gonadectomies, but the variability of the data across the years suggests
either that instances of gonadectomies remain the same despite the changing knowledge or
current data reporting fails to discern progress that is being made. Either way, the data raise
questions for the right to health, which requires States to provide trained and skilled health
personnel who can perform a full range of sexual and reproductive healthcare services as
well as scientific and medically appropriate and up-to-date evidence-based information
(CESCR 2000, 2016).

8. Conclusions

This paper highlights the disjuncture between medical practice and human rights
principles. Concerns about a range of surgical interventions on children with variations
in sex characteristics are articulated in medical literature, pointing to problematic surgical
outcomes and the likelihood of parental regret. Psychosocial research points to commu-
nication and decision-making problems that bring the consent process into question and
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highlights long-term psychosocial distress resulting from clinical intervention. Human
rights literature states that some surgical interventions on the genital and reproductive
organs of minors are indefensible in relation to international human rights agreements and
domestic human rights and healthcare legislation in Aotearoa New Zealand. The present
data show clearly that surgery continues on minors with variations in sex characteristics in
Aotearoa New Zealand.

Our research raises questions about the statement of the Aotearoa New Zealand
delegation to the UN Committee on the Rights of the Child that no surgery relating
to gender assignment had taken place in Aotearoa New Zealand from 2006, and the
subsequent revelation that, annually, one to two surgeries had taken place upon children
with variations of sex characteristics in Aotearoa New Zealand (UNCRC 2016b).

If Aotearoa New Zealand is to meet its legal obligations then many of the surgical
interventions addressed in this paper must be brought into question. If a human rights-
based approach to intersex healthcare is implemented in Aotearoa New Zealand, we would
expect to see three key changes: (1) a reduction in the number of surgical operations per-
formed on the genital and reproductive organs of minors in New Zealand’s public hospitals;
(2) procedures for documenting medical diagnoses and interventions on children with varia-
tions in sex characteristics more clearly than is currently the case; and (3) the development
and implementation of a nonsurgical and culturally meaningful alternative care pathway.
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funded-hospital-discharges-series / publicly-funded-hospital-discharges-series (accessed on 23 November 2023).

New Zealand’s population was reported as 5,126,300 in September 2021: https:/ /www.stats.govt.nz/indicators/population-of-nz
(accessed on 23 November 2023).

Based on the sum of oophorectomy procedures plus salpingo-oophorectomy procedures.

Concerns about inadequate communication of choices about retaining gonads are documented by intersex youth who have spoken
outin recent years, including young people from North America (e.g., https:/ /www.facebook.com /watch/?v=10154742737199605
accessed on 23 November 2023); Europe (e.g., https://interactadvocates.org/i-discovered-im-intersex-from-the-buzzfeed-video/
accessed on 23 November 2023); and Aotearoa New Zealand (e.g., https:/ /www.renews.co.nz/im-intersex-and-i-wish-doctors-
had-left-my-body-alone/ accessed on 23 November 2023).
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Abstract: Ignorance is produced through mechanisms related to power relations and socio-cultural
context. This article examines whether the theoretical conceptualisation of agnotology may be
useful when exploring intersex and the way it has been erased socially and physically. Specifically,
based on the work of a PhD in Sociology and History of Science, it proposes categorising three
types of mechanisms of ignorance production—cultural, epistemological and physical—with the
aim of providing a greater understanding of how medicine, science and technology participate in
a continuous process of erasing intersex bodies and lived experiences. Using medical literature,
interviews and observations, the article focuses on a specific area of biomedical knowledge and
intervention: the prenatal ‘treatment’ of Congenital Adrenal Hyperplasia (CAH) with dexamethasone
or ‘prenatal DEX". It shows how this procedure was pioneered by French doctors and how it continues
to be practised in France despite numerous uncertainties and controversies inside and outside of the
medical sphere.

Keywords: biomedicine; gender; intersex; prenatal diagnosis; controversy; ignorance; hormones;
France; epistemology; body

1. Introduction

“Knowledge is possible only through the systematic “social construction of igno-
rance”’. (Rayner 2012, p. 111)

Ignorance is not only the absence of knowledge but a gendered and racialised (Mills
[1997] 2022) active process that has a ‘complex political and sexual geography” (Proctor and
Schiebinger 2008, p. 2). Several scholars have shown how some parts of the body, especially
parts perceived as female (e.g., the clitoris) or gender non-conformity, have been the stage
of an ‘epistemology of ignorance” (Tuana 2004), subjected to mechanisms of invisibilisation.
Knowledge is very entangled with power relations and is, therefore, dependent on what is
considered to be, in different cultures and times, legitimate subjects of scientific production
(Foucault [1976] 1988).

The pioneers of agnotology, Robert Proctor and Londa Schiebinger, showed how
ignorance is produced through several “mechanisms, such as deliberate or inadvertent ne-
glect, secrecy and suppression, document destruction, unquestioned tradition, and myriad
forms of inherent (or avoidable) culturopolitical selectivity” (Proctor and Schiebinger 2008,
p- vi). Following a sociological perspective of agnotology (Funkenstein and Steinsaltz 1987;
Gross and McGoey 2022), this article focuses on how these mechanisms apply to intersex
variations. It analyses ‘the modes of oversight and invisibility’1 (Fillion and Torny 2016,
p- 49) of certain knowledge about different aspects concerning intersex people.>

Since the 1950s, most intersex people have been medicalised and undergone hormonal
and/or surgical interventions during childhood and/or adolescence (Fausto-Sterling 2000;
Karkazis 2008; Kessler 1998; Holmes 2008). Scholars in critical intersex studies (Holmes
2009) showed that intersex people, whose very existence unsettles longstanding convic-
tions around sex binarism and dominant gender norms, have been subjected to forms of
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erasure (Holmes 2008; Kennedy 2020; Monro et al. 2024; Morrison et al. 2021). Despite the
abundance of medical publications on the issue of intersex, this erasure can be understood
as a mechanism of ignorance production. This mechanism mainly concerns how scientific
knowledge and technologies concerning intersex are related to power and hierarchies
between normative and non-normative bodies.

This paper examines the way the theoretical conceptualisation of agnotology may
be useful when exploring the medicalisation of intersex people. It aims to explore the
mechanisms of ignorance production—categorised into three types—since the development
of Johns Hopkins’ biomedical protocol by looking at the French context and its relationship
to global debates. In a nutshell, this protocol, developed by a multidisciplinary staff in the
1950s at the Johns Hopkins Hospital in the United States, called for the early detection and
medicalisation of intersex children. Doctors and psychologists suggested deciding on the
child’s gender assignment as soon as possible and medically intervening (ideally before the
child was 3 years old) to make the body conform to the assigned gender, advising parents to
keep the medical assignment a secret. I will argue that the epistemological considerations
around ignorance production in science are entangled with practices of erasure, which
attempt to make intersex lives impossible, echoing Viviane Namaste’s findings on the
‘invisible lives’ of transgender people in our societies, in discourse, and in everyday life
institutions (Namaste 2000).

To illustrate how some of these mechanisms apply in practice, as well as their con-
sequences in intersex people’s (and their parents’) lives, I will analyse a specific area of
current biomedical knowledge and intervention in detail: prenatal ‘treatment’® for Con-
genital Adrenal Hyperplasia (CAH).* With treatment pioneered in France in 1980, CAH
is the only group of genetic conditions and the only intersex variation for which prenatal
hormonal ‘treatment’ is prescribed. My analysis will reveal that biomedical knowledge,
technologies and practices concerning intersex people all belong to a specific ‘regime of
truth’ (régime de verité, Foucault [1976] 1995), whose premises and consequences are un-
questioned. Although professionals justify their protocols with science, the data produced
resembles what I propose to call uncertain knowledge, even in the eyes of scientific experts
themselves. My analysis will also show how ‘uncomfortable knowledge” (Rayner 2012)
is quickly sidelined in order to preserve the apparent consensus around controversial
practices of ‘normalisation” of “atypical” sex, such as the prescription of prenatal hormones
to avoid the ‘masculinisation” of 46,XX chromosome foetuses with CAH (Dreger et al.
2012). By unravelling the mechanisms of ignorance production, a paradox emerges: in-
creasing biomedical knowledge and techniques seems to produce new questions, dilemmas
and debates.

2. Materials and Methods

This paper presents one aspect of a larger research project on medical practices on
intersex people during the second half of the 20th century and the beginning of the 21st cen-
tury, mainly in France and Israel. It is primarily a development of a chapter in my PhD
dissertation, which is focused on the French context (Raz 2019, available in French in
open access), where I used qualitative sociological and historical methods to analyse med-
ical archives, interviews and observations. The historical materials included scientific
and institutional literature between 1950 and 2022 and oral history via interviews. The
medical literature sampling, via PubMed, consisted of researching articles published by
French doctors in French and English using keywords (Congenital Adrenal Hyperplasia;
Hermaphrodism; Hermaphroditism; Pseudo-hermaphroditism; Ambiguous Genitalia; Dis-
order of Sex Development; Micropenis; Hypospadias). Approximately 420 articles and
30 books/dissertations were identified, from which the most relevant were analysed in
depth (about 80). Publications that were not focused on intersex aspects (i.e., only con-
centrated on biochemical aspects of CAH, genetics, tumours, etc.) were not included in
the analysis presented here. Publications from nationally recognised French journals were
given priority (for example, Pédiatrie, Annales pédiatriques, Annales d’endocrinologie, Archives
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frangaises de pédiatrie, Chirurgie pédiatrique, Gazette médicale de France, Journal de génetique
humaine, La revue du Praticien, L’ Année endocrinologique, La Presse médicale, Revue frangaise de
gynécologie et d’obstétrique) especially for the 1950s to 1990s timeframe. In the section of the
present article concerning prenatal ‘treatment’ for CAH, I also use international biomedical
and bioethical publications. These were complemented by French institutional documents,
such as official protocols and reports. Every (online) document coming from a French
hospital or public health institution concerning CAH was collected.

Besides the literature review, I carried out semi-structured interviews with biomedical
practitioners (19) and parents of intersex children with CAH (7) between 2012 and 2015.
The interviews were recorded with the knowledge and consent of the interviewees, and all
data were anonymised. All of the names that appear, other than from published sources,
are pseudonyms. Participants were informed of the subject of the interview and had the
opportunity to refuse to reply to certain questions, especially parents, for whom there
was a possible emotional impact since the interview addressed intimate issues. To avoid
this potential negative impact, the interview was conducted following general questions,
avoiding intrusion and letting the interviewees narrate the story they wanted to tell in their
own words. All participants received an electronic copy of the final result of the research
(the PhD dissertation). Two interviews were conducted by phone due to geographical
distance. All interviews were analysed using a qualitative thematic method: the content
was analysed manually, identifying major repeated themes and then focusing particularly
on less documented topics, such as prenatal diagnosis of intersex variation. Indeed, I was
struck by the absence of this topic in social science published work. Other data used in
the study came from my in situ observations of national and local hospital staff meetings
(five specialised multidisciplinary meetings discussing ‘patients’ categorised as having
‘Disorders of Sex Development” (DSD)) and observations from international and French
medical conferences (4) that took place in 2013-2015. French conferences were open to the
public (upon application) and were co-organised by the parents’ association, which was
informed about my research. I consider official presentations during these conferences
to be almost-public data. These observations helped me acquire a firm understanding of
both official medical presentations and unofficial conversations and remarks during breaks,
as well as non-public discussions between medical colleagues. I also collected data from
documents belonging to a CAH parents” association with the permission of the association’s
president. These documents included the association’s bulletin (2004-2015) as well as
information on regional-level meetings between parents and medical staff (2008-2012) and
on an online discussion forum (2005-2018). As the in-depth research data were mainly
collected before 2018, the findings may not be entirely applicable to current days. The
debates and medical practices might have changed since then. Nevertheless, I have been
paying careful attention to the subject, and no significant official changes involving new
recommendations or new practices have been published in the meantime. Also, for this
article, more recent data and publications were used, affirming the relevance of the results
to 2024.

I started research on this topic in 2009 as a young non-French endosex (i.e., non-
intersex) person living in France, and tried to develop an ethically situated position taking
into account the difficulties for intersex people to exist as a collective and to make their
voice heard in the then-current context in France where research and activism were almost
non-existent. As ignorance production mechanisms lie at the heart of my research, they
had to be taken into consideration not only as a theoretical tool used for analysing the
materials but also as a reflexive reminder of my own position in this field of research. My
research approach was to cast a critical feminist gaze on the processes by which biomedical
science aims to reverse the traditional subject—object power relations. Intersex people have
been an object of scientific interest for centuries. Accordingly, positioning my research by
focusing on legitimate, dominant social actors—mainly doctors—was the methodological
and ethical position I was most comfortable taking. This decision prioritised the study of
the powerful rather than reiterating the objectification of the dominated population.
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3. Intersex People and the Mechanisms of Ignorance Production

‘If we are to fully understand the complex practices of knowledge production
and the variety of features that account for why something is known, we must
also understand the practices that account for not knowing, that is, for our lack of
knowledge about a phenomenon’ (Tuana 2004, pp. 194-95).

The mechanisms of ignorance production about intersex are deployed consciously to a
greater or lesser extent. They include, among others, the following: cultural invisibilisation,
secrecy and lack of medical information, division among variations of sex characteristics,
social biases in scientific studies and insufficient robust data. The mindset of erasure behind
processes of ignorance production has had serious repercussions on intersex people. A
better understanding of these processes should help to improve knowledge about intersex
and the negative consequences of ignorance.

In this context, the first section of this paper proposes a categorisation of how ignorance
is produced in order to help analyse how medicine, science and technology participate in a
continuous process of erasing intersex bodies and lived experiences (Monro et al. 2021).
This categorisation is possible thanks to the large amount of data now available on intersex
people and my own research experience over the last 15 years. I suggest distinguishing
three types of social erasure as they apply to intersex: cultural erasure, epistemological
erasure and physical erasure. We will look at these three elements in detail below.

1. Cultural erasure
First, on a general level, ignorance is produced by removing the existence of intersex
variations from the collective awareness and by allowing the biomedical sphere to
monopolise it. Many social actors participate in this process, mainly state institutions,
cultural content producers, medical staff and education professionals. Modern West-
ern culture has established, deep in our perceptions, a sense of obviousness of sex
binarism that intersex or other bodies that do not conform to norms risk destabilising
(King 2016; Laqueur 1990).
Throughout history, hermaphrodites’, as a scientific category, have been positioned
between visibility and invisibility, depending on the cultural context and power re-
lations in place. In modern history (Daston and Park 1995), considerable scientific
resources have been invested in the search for the “true sex’ (Foucault 1980).° For
example, at the end of the 19th and beginning of the 20th centuries, intersex people
were publicly exposed, exoticised and dehumanised in the West during Circus shows
(De Herder 2020). With the arrival of modern science (starting from the 16th century),
intersex bodies, especially the genitals, have often been published in medical books
and were super-visible in a dehumanising way. As Amato put it: ‘Ironically, it is this
heightened visibility of intersex bodies that entails their invisibilisation” (Amato 2016,
p- 49).
During most of the 20th century, intersex people were progressively invisiblised
and confined almost exclusively to the medical sphere as ‘syndromes’ of ‘sexual
ambiguity’. Consequently, they were absent from popular culture, arts and school
curricula (King 2016; Sterling 2021) and were excluded from collective activities such
as Olympic sports (Bohuon 2015). This had severe consequences on intersex lives. The
title of an article written by Sarita Vincent Guillot, a French intersex activist, illustrates
this reality: ‘Intersex: not having the right to say what no one told us we were’ (Guillot 2008,
p- 37, author’s translation). A change occurred at the beginning of the 21st century
with the development of “intersex intelligibility in the cultural imaginary” (Amato
2016, p. 22). This led to intersex people appearing increasingly more often in books,
movies and television, as well as in some educational programs. This fundamental
shift was made possible by the creation of movements who fought for intersex people
to be socially recognised, not as rhetorical or symbolic figures, but as embodied human
beings fighting for their rights. This increasing visibility has been slower to develop
in France than in anglophone countries (Raz 2023).
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Epistemological erasure

The second type of social erasure is epistemological, that is to say, the scientific pro-
duction of ignorance, whereby access to information and data such as personal files
(solicited by individuals) or medical archives (solicited by scholars) is restricted or
partial. Many physicians interpreted Johns Hopkins’ biomedical protocol as a recom-
mendation to conceal information from concerned people and sometimes also from
their parents (Meoded-Danon and Yanay 2016). In practice, this involved advising
parents to hide all details about a child’s intersex variation in order to prevent any
potential ‘doubt’ children might have about their sex and gender (Karkazis 2008).
This mechanism legitimises ignorance by promoting it as something for one’s own
good (Funkenstein and Steinsaltz 1987). However, frequent silence and/or secrecy
surrounding their bodies and medical history has negative repercussions on intersex
people (Monro et al. 2024). Access to personal files is denied or restricted for many
intersex people. Other obstacles to acquiring their own personal files include the
financial cost and long waiting periods (Holmes 1994). Many are told that archive
files have disappeared, been destroyed or lost. Sometimes, retrieved files are partial;
for example, information is missing about medical interventions performed on them
when they were young’. Some of these old practices, such as diffusing false informa-
tion or denying access to medical files, were challenged during the 2005 ‘Consensus
Conference’ in Chicago, but they have not entirely stopped: individuals are still re-
ceiving partial and mainly pathologised information about their variation and past
medical interventions. This production of a subjective ignorance of one’s own body
and history hinders the capacity of intersex people to produce their own knowledge.
The consequence is that certain information is denied, and medical knowledge is
positioned as the only legitimate form of knowledge. The subjectivation process of
recovering one’s ‘stolen word’ (parole volée, Guillot 2008, p. 47) implicates the need for
intersex people to struggle against ‘epistemic injustice” (Fricker 2007) of knowledge
being withheld from them (Bastien-Charlebois 2017). As a result of this ‘wrong’ which
is done to them, ‘specifically in their capacity as a knower’, they are prevented from
‘collective interpretive resources’, which would enable them to make sense of their
own social experience (Fricker 2007, p. 1).

Terminology issues are indeed very important. While many doctors present the
current medical paradigm, which uses the DSD® nomenclature as neutral, intersex
scholars argue that, on the contrary, it contributes to the stigmatisation and the erasure
of intersex variations using a strategy of divide and rule (Davis 2015; Lundberg 2017;
Aegerter 2022). More specifically, they believe that it concentrates on biomedical
issues, such as diagnosis and genetics, so as to exclude an increasingly larger number
of variations from the umbrella category of intersex (e.g., hypospadias, Turner or
Klinefelter syndromes, and even CAH).

Up to the present day in France, only authorised medical staff have access to data
such as the number of intersex (or DSD) ‘patients’, the number and types of surgeries
conducted or hormonal ‘treatments’ initiated and the age of the intersex person at
the time of these interventions. These are the same people who promote the protocol
itself. Indeed, a French Senate report indicated that even the Minister of Health ad-
mitted to having no data on the interventions and management of intersex variations
(Blondin and Bouchoux 2017). This is still the case, though a report with data on the
number of operations is to be published soon as directed by a law passed in 2021. The
obstacles that non-medical scholars face in trying to access medical archives and data
in France hinder the possibility for anyone other than medical practitioners to conduct
intersex research. Since doctors and psycho-medical employees in hospitals are the
only persons with access to these data, they are both the judge and jury—evaluating
their own practices (Raz 2016). The inaccessibility to medical data, even for “patients’
themselves (and therefore persons for whom doctor—patient confidentiality does not
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apply), not only produces ignorance at the individual and collective levels but also
difficulties in developing intersex studies in France.

3. Physical erasure

The third type of erasure in the context of intersex people is physical obliteration.
Embodied and concrete, it uses physical modifications to ‘repair” or ‘normalise” inter-
sex bodies. It is related to a more general tendency to necropolitics (Mbembé 2003),
whereby intersex lives are considered unworthy, attested to by degraded mental
health, suicide attempts (Rosenwohl-Mack et al. 2020) and infanticide (Carpenter 2020;
Behrens 2020), practices we may qualify as eugenic. Here, we especially think about
voluntary interruptions of pregnancy that take place in different countries. That is
attested by several scholars (Hashiloni-Dolev 2006; Jeon et al. 2012), open European
data (Eurocat, European surveillance of congenital anomalies) and my own research in
Israel (Raz 2015) and France (Raz 2019), where several doctors said they try to avoid
these selective abortions but that they do occur in some centres. In the West, physical
modifications to intersex persons, often without their consent, are widespread and
commonplace. They consist of biomedical interventions which aim to erase any gap
between social and medical norms. They include invasive non-reversible surgical
operations (e.g., gonadectomies, vaginal creation or extension, cosmetic alteration of
penile appearance, clitoris reduction or ablation, mastectomies), post-operation acts
such as vaginal dilatations and hormonal prescriptions (in order to enlarge the penis,
reduce the clitoris or body hair, replace physiological hormones that were stopped by
gonad ablations, etc.) and laser epilation prescriptions. Some of these practices have
evolved over time. Gonadectomies, for example, are not systematically conducted
during a child’s first years of life, but no proof exists to this day that ‘normalisation”’
interventions have stopped or diminished in France. Many of the debates surrounding
intersex people concentrate on the physical mutilation of bodies already born; few
mention other types of erasure of bodily variations in the prenatal phase, such as
pregnancy interruptions of intersex foetuses and hormonal intervention aiming to
prevent the “virilisation” of the foetus. I will detail this particular practice in the next
part of this paper.

The three categories described above are related and intertwined. Epistemological
erasure is always entangled with concrete practices of obliteration or regulation of bodies.
The various processes of erasing intersex have enabled the illusion of a natural, exclusively
binary sex to be maintained. This illusion serves as the postulate, the justification and
the result of intersex ‘normalisation” practices. In this sense, the production of ignorance
about intersex stems from the belief that the existence of intersex people might disturb the
cognitive bases of a society (Funkenstein and Steinsaltz 1987). In the following section, I will
concentrate on a specific case study of these mechanisms situated in the biomedical sphere:
the prenatal regulation of intersex bodies, mainly through the controversy surrounding pre-
natal hormonal ‘treatment’ for Congenital Adrenal Hyperplasia (CAH). Prenatal medicine
is a field inherently filled with uncertainties, giving rise to numerous technical and ethical
debates. My example aims to illustrate the way mechanisms of ignorance production apply
in real-world settings.

4. Case Study: Uncertain Knowledge and the Controversy Surrounding
Prenatal “Treatment’

4.1. The Erasure of CAH Girls: A Short History

The history of the medicalisation of CAH illustrates the three types of erasure, particu-
larly the physical and epistemological ones. CAH is related to the production of hormones
by the adrenal glands. Already in the 1930s, doctors knew that there was a relationship
between the hormonal activity of the adrenal glands and the ‘masculinisation’ of genitals
in XX chromosome individuals. Salt-losing CAH is one of the several CAH variations and
can be life threatening. It was only in 1949 that Lawson Wilkins, the founder of paediatric
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endocrinology, discovered that cortisone was an effective substance in reducing androgen
production in a baby being treated at the Johns Hopkins Hospital (Eder 2010).

Wilkins claimed that children with XX chromosomes should be assigned as female,
irrespective of their phenotype. This recommendation was revolutionary since many in-
dividuals with CAH were historically raised as boys before CAH diagnosis and the new
protocol were introduced. The medicalisation of birth, new genetic technologies and other
social and technological transformations made it appear obvious to physicians like Wilkins
that people with XX-CAH are “true’ girls. Following the introduction of the Johns Hopkins
protocol and the increasing ‘technological imperative’ (Koenig 1988), early interventions
(i.e., hormonal therapy and surgery) to ‘feminise’ genitals via clitoridectomy and vagino-
plasty were promoted and became routine practice typically between one and four years of
life (Karkazis 2008).

Wilkins also promoted the idea that CAH variations must be distinguished from
other intersex variations since the children were ‘authentic girls’ (Bernard et al. 1962). As
it was related to a chronic endocrine condition, this variation was defined as a distinctive
category with, supposedly, no relation to gender issues once the ‘virilised girls” were
‘normalised’ (i.e., once all signs of what could be considered to be their ‘ambiguous’ sex
characteristics were obliterated). This erasure transformed the way intersex people and their
parents understood and experienced CAH; specifically, it made it difficult for them to relate
their experience to the larger intersex reality of medical invalidation, thus exemplifying
cultural erasure as well as epistemological and physical erasure. Due to the lack of cultural
representations and social existence of the intersex category, CAH physical erasure could
not be apprehended by concerned people as a social rather than a medical process.

Most parents were, and still are, influenced by this paradigm of erasure. The French
parents of intersex children association Surrénales (the Adrenals) endorses medical discourse
and practice. One of the mothers I interviewed who was a member of this association
had a 14-year-old daughter with CAH. She described her understanding of her daughter’s
condition—probably because that is how it was explained to her—as follows: “There is a
malformation of the genitals because she didn’t have. .. a vagina. So, they had to build all this and,
well, after. .. we all agree that it’s a girl and that there is absolutely no doubt about it.”? Thus, girls
with CAH undergo physical and epistemological erasure by the medical and discursive
removal of anything that might raise ‘doubt” about their sex.

4.2. The Birth of Prenatal DEX

The physical erasure of intersex traits has taken place mostly after birth but
also prenatally. This new temporality—even before a child is born and has a social
existence—helped reinforce the three types of erasure: physical, of course, but also episte-
mological and cultural. More specifically, the erasure of the ‘virilisation” of CAH girls that
has mainly operated through postnatal biomedical interventions starts during pregnancy.
From the late 1960s to the end of the 1970s, various research projects sought to find a
means to identify intersex people prenatally. Throughout these 10 years or so, several
attempts were made to find a marker for a specific genetic diagnosis, but all resulted in
failure (Frasier et al. 1975). Elsewhere, in 1965, British researchers (led by gynaecologist
Thomas Norman Jeffcoate) suggested the possibility of Prenatal Diagnosis (PND) of con-
genital adrenal hyperplasia through an analysis of steroids in amniotic fluid. From the
beginning, the stated goals of this research were to improve postnatal care and to find a
prenatal ‘treatment’ (Merkatz et al. 1969). At that time, it was still impossible to put this into
practice. In the following years, efforts were made to elucidate biological mechanisms by
genetically locating intersex variations and, at the same time, proposing ways of applying
this knowledge to PND.

In 1969, a team of physicians in New York published the results of their study to test the
validity of hormone sampling techniques during pregnancy (Merkatz et al. 1969). Between
1974 and 1977, studies identified the genetic link causing this variation, allowing a more
precise biological diagnosis. In 1979, the prenatal diagnosis of CAH using amniocentesis
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became a reality in two French laboratories: one in Paris and the other in Lyon (Floret et al.
1980). This hormonal-based diagnosis technique spread in the 1980s, both in France, as
illustrated by a retrospective study listing 274 pregnancies monitored for CAH in Lyon
between 1979 and 1993 (Forest et al. 1993), and internationally.

In the early 1980s (i.e., shortly after their discovery of the hormonal-based technique
for prenatal diagnosis in 1979), the same scientific team in Lyon made another discovery
concerning hormonal intervention during pregnancy to reduce the ‘masculinisation” of foe-
tuses with CAH. Specifically, paediatrician Michel David and endocrinologist Maguelone
Forest experimented with giving hydrocortisone to pregnant persons with a history of
CAH to investigate the substance itself and its effects (David and Forest 1984). Despite
the high cost of this ‘virilisation” treatment, administering hormones to pregnant persons
progressively became the norm in families considered ‘at risk’. Although the procedure
itself is technically quite simple, its timing is important: the aim is to start ‘treatment’ as
soon as possible, even before one had diagnosed whether the foetus actually has CAH
or not. Results for the first six treated cases were published in 1984. One of the doctors
involved recounted to me in an interview:

“We gave a fairly large dose of hydrocortisone, and then we still did an amnio-
centesis at mid-gestation to measure 17OHP in the amniotic fluid to know if it
worked. Well, the hormone was very high, so we said to ourselves that it’s not
enough, so we increased the dose, and the child was born almost normal. She
just had a clitoris a little bit big, but she’s never had surgery, she’s never had any
problems, and things have always gone well in this family”’1°.

Clearly, the goal of this intervention is the birth of a child considered ‘normal” and
the physical erasure of intersex traits. In the words of one of the specialists involved in
the first PND treatment, it aimed to ‘restrain’ the virilisation (Ibid.) of XX foetus’ genitals,
mainly the formation of the vagina, and to avoid having a clitoris judged too large. Initially
conceived as a tool to fight against ‘serious’ and “incurable’ diseases, as French law puts it,!!
prenatal diagnosis in intersex persons became a field where sex and gender were regulated.
The purpose of this prenatal ‘treatment” was not to prevent the metabolic risks linked to the
CAH condition. From the outset, it was used explicitly as a tool to avoid and erase “atypical’
sex. The results presented in the aforementioned study in 1984 suggest that it was thanks
to the prenatal intervention that things had ‘always gone well in this family’. Indeed, the
medical literature on PND DEX ‘treatment’ often emphasises its alleged benefits: genitals
are less virilised, and therefore, surgery is sometimes considered unnecessary (Xu et al.
2020). A French retrospective study of foetuses who received DEX found that the majority
of foetuses with CAH who received DEX at an early stage of gestation ‘had normal external
genitalia at birth’, thus indicating that ‘early DEX initiation is [essential] to prevent any
surgery’ (Tardy-Guidollet et al. 2014).

After these early experiments, this practice of administering hydrocortisone to preg-
nant persons at risk using a molecule called dexamethasone (DEX) began to extend to
other countries. As Dreger states, ““at-risk” mothers-to-be throughout the world started being
offered prenatal dexamethasone” (Dreger 2015, p. 361). For example, in New York, a clinical
team led by Dr. Maria New started to experiment with this procedure in 1986, leading to
the centre she led becoming the largest centre of prenatal hormonal intervention world-
wide for women at risk for CAH. Interestingly, back in France, Paris’s largest paediatric
hospital—Necker-Enfants Malades—did not immediately provide this service. Dr. Bonnet
was a surgeon practising there at the time. According to her, some endocrinologists were
reticent about the ‘treatment’, fearing ‘complications’. However, she considered that the
idea of prenatal ‘treatment’ “is very good. If we can suppress androgens, we will have a much
smaller clitoris at birth”.12 The history of the invention and extension of the prenatal DEX
show how mechanisms of physical erasure of intersex traits were implemented. This
erasure stems from an epistemological and cultural perception expressed by physicians
who consider intersex bodies (here, a large clitoris) unacceptable. The epistemological
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erasure also concerns producing ignorance about this ‘treatment’, a process I will detail in
the next section.

4.3. International Controversy: Sidelining Uncomfortable Knowledge

While this ‘treatment” was generally considered by doctors as something positive,
‘to avoid surgery’,' they gave no consideration to potential physical side effects to the
pregnant person or the foetus or to ethical issues of the procedure. This section aims to
illustrate how these mechanisms of ignorance production were activated, paying special
attention to epistemological erasure and its consequences.

The fear of harmful effects (on the pregnant person and/or the foetus) was present
from the beginning of DEX therapy. However, all criticism was quickly dismissed by
the pioneering doctors, who asserted that “there is no substantial evidence of foetal effects of
high doses [. . .] or low doses of glucocorticoid therapy in human pregnancy” (David and Forest
1984, p. 799). One of the members of the original French team also stated to me during
an interview that psychological and physical studies were conducted on the first cases to
verify that there were no adverse effects and that nothing was found to validate the fear of
such effects.!*

The assertion that no harmful side effects were found in the early years was supposed
to reassure critics. Nevertheless, the logic behind the defence of prenatal DEX is based on
the idea that we must prove that a ‘treatment’ is harmful after its use instead of proving
that it is not harmful before its use. Hence, the absence or quasi-absence of well-founded
knowledge about the long-term effects did not hold back the use of the procedure. It seems,
therefore, that epistemological erasure, via scientific production of ignorance, is a central
part of prenatal DEX.

DEX ‘treatment’ started to become controversial by the end of the 1990s, when it
began to be criticised both from inside and outside the medical sphere itself. This contro-
versy, which continues today, does not call into question the effectiveness of DEX, which
is measured in terms of the ‘feminisation” of the genitals. Rather, it is based on two crit-
icisms: the first regards ethical, sociological and political concerns about the legitimacy
of this ‘treatment’ (whose main goal was to ‘normalise’ bodies); the second regards its
potential harmfulness.

The first criticism came from activist groups and social science researchers who warned
about the ethical consequences of the prenatal erasure of intersex variations. From a
bioethical point of view (Dreger et al. 2012; Dreger 2015), some persons oppose the very
idea of wanting to ‘devirilise” foetus genitals. This viewpoint affirms that even if the
‘treatment’ is not harmful, it should be questioned since it is an intervention that does not
alleviate a vital danger but instead ‘normalises’ bodies by trying to erase not only intersex
physical traits but also their social and cultural existence (Holmes 2008). This criticism does
not find much support in the medical sphere, which considers that DEX ‘treatment” helps
to avoid painful surgery. This argument ignores the fact that there is also an alternative
route with no DEX and no surgery. Thus, prenatal erasure of intersex is justified by medical
claims of avoiding physical postnatal erasure that is never questioned.

The second criticism came from the fields of biomedicine and bioethics and specifically
concerns the benefit/risk ratio. Stakeholders felt there could be significant adverse effects
of the ‘treatment’ on foetuses, most of which are unaffected by the condition.!> Another
element of this criticism was the issue of insufficient data or missing data of good scientific
quality on the long-term follow-up of children and adults exposed to DEX ‘treatment’.

For more than twenty years now, doctors have been increasingly warning and arguing
that the safety of this intervention has not been proven. The controversy began in the late
1990s with the publication of articles by Walter L. Miller, a paediatrician endocrinologist
and professor at the University of California (Seckl and Miller 1997). In the conclusion
of an article from 1999, he warned that: “the ethics of needlessly subjecting 7 of 8 foetuses to
an experimental therapy with unknown long-term consequences remain unresolved because the
long-term safety and outcome have not been established” (Miller 1999, p. 538). He also stated that
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“therefore, prenatal treatment of CAH remains experimental” (Ibid., p. 538). Potential harmful
effects could affect all foetuses exposed to DEX: growth retardation, hypertension and
effects on ‘emotionality’.!® Miller did not initially recommend prohibiting the ‘treatment’
but suggested framing it with safety measures in mind because “it is important to be cautious
now so that we do not have regrets later” (Ibid., p. 538). In his opinion, prenatal DEX should
only be used in large specialised centres that collect cases and establish a research protocol.
Additionally, he claimed that physicians should obtain written, informed consent from
the pregnant women concerned. In 2008, Miller reiterated his criticism and maintained
that “this experimental treatment is not warranted and should not be pursued, even in prospective
clinical trials” (Miller 2008, p. 17).

Other criticisms of prenatal DEX in the last twenty years highlight the production
of ignorance, including the absence of studies, whether animal- or human-based, and
determining whether or not foetal dexamethasone is harmful (McCann-Crosby et al. 2018).
Indeed, several animal studies on in utero exposure to corticosteroids have raised questions
about the safety of this ‘treatment’ (Hirvikoski et al. 2008). As for human studies, besides
the Lyon research team’s publication of their safety results in 1993 (Forest et al. 1989,
1993), a Swedish team was the primary force accentuating the debate in the 2000s, with
different publications on a follow-up study of their ‘patients’. They argued that their
methodology was more scientifically rigorous than previous ones. As a precaution, and
because of the possibility of long-term consequences, they only used DEX within the
framework of a well-controlled clinical trial that started in 1999 (Hirvikoski et al. 2007).
Their studies constitute the first short- and long-term neuropsychological assessments of
children and adolescents treated in utero based on children’s self-reports. In 2007, the first
results were published and suggested that exposure to DEX in utero would have effects
on brain development, with problems linked to verbal and visuospatial working memory,
moderate behavioural abnormalities (shyness, strong emotionality, low self-esteem and
poor academic performance), as well as defects in growth and psychomotor development.

Armed with these results, the team addressed the regional ethics committee in Stock-
holm in 2010, saying that it would be more prudent to interrupt recruiting ‘patients’ for their
study, pending results from larger and more conclusive studies worldwide. The Swedish
team, with its relatively small samples, continues to publish and speak at international
conferences, saying that their study results to date are contradictory or unreliable and
require further exploration (Hirvikoski et al. 2007; Lajic et al. 2018). In a 2014 interview, Dr.
Dupuy asserted that, unlike the Swedish team, the Lyon team conducted large and reliable
studies on their “patients”:

“The problem is that the Swedes, they had, I don’t know, 9, 10, 12 cases, while I
had 50 or 60 antenatal diagnoses of hyperplasia with the treatment. I don’t know
how many I have done, more than a hundred. [...] And each time I have done
a study after 5 years, 10 years, to review our patients, to review everything that
we thought we had to follow. I've done that several times, eh, and I've always
published our work on it. No, we didn’t find anything salient.”!”

In terms of studies with relatively large samples, two suggested that there may be
long-term harmful cognitive effects (New et al. 2001; Meyer-Bahlburg et al. 2012) and that
more comprehensive studies need to be implemented (Forest et al. 1998). However, follow-
up studies in large medical centres struggled to find and recruit ‘patients’ for the follow-up
questionnaire, an aspect which also makes the results unreliable (Dreger 2015). One of
these studies—conducted in New York—attempted to evaluate the long-term outcome
of women and children exposed in utero. However, only half of the families included in
the study actually responded (72 out of 154 questionnaires sent) (Speiser et al. 2010). In
short, “the medical-scientific literature was utterly devoid of well-controlled studies of efficacy and
long-term safety of prenatal dexamethasone for intersex prevention” (Dreger 2015, pp. 228-29).
These various points highlight that knowledge about the adverse effects of prenatal DEX is
still insufficient and uncertain.
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A lack of scientific knowledge about the safety of prenatal DEX ‘treatment” must not
be perceived as a coincidence: the relative ignorance about this ‘treatment’ is part of an
ignorance production mechanism related to the epistemological erasure of intersex. We
see that science does not impose its truth in a linear and homogeneous manner and that
physicians choose to position themselves differently in relation to the controversy: the way
of presenting the risks and evaluating them largely depends on the point of view adopted
by the individual physician and the staff concerned. More specifically, some doctors who
administered prenatal DEX—notably Maria New—put forward a double discourse. In front
of parents, they promoted the ‘treatment” as effective and safe; in front of the authorities,
they sought funding to carry out follow-up studies on their own “patients’, claiming that
the effects of the drug had not yet been determined (Dreger 2015). In other words, on the
one hand, they were promoting the practice of administering DEX by attempting to ignore
uncertainties; on the other hand, they were working at promoting research that would
resolve these same uncertainties, which were ignored in clinical practice.

Alice Dreger, a researcher and former member of the Intersex Society of North America
(ISNA), which was the first intersex activist group in the world, joined forces with health
professionals to fight against the use of DEX. She distributed information about the potential
harmfulness of prenatal DEX, demanded a stop to its use and called for an investigation by
(American) federal authorities, explaining—with the support of others—that it violated the
fundamental principles of clinical medical research. In her 2015 book, Dreger recounts this
fight, which included standing up to doctors during international congresses, including in
January 2010 when she confronted Maria New. In the French context, promoters of prenatal
DEX were very aware of this growing public opposition worldwide. Dr. Dupuy recalls:
“I was attacked at conferences, and I always said thank you; I never argued” .18

The numerous alerts on prenatal DEX right from the outset gave rise to new interna-
tional recommendations. As early as 2002, the Paediatric Endocrine Society and the European
Society for Paediatric Endocrinology issued a joint consensus statement. In 2010, the Endocrine
Society issued a warning following a report affirming that ‘the evidence regarding foetal and
maternal sequelae [. . .] is of low or very low quality due to methodological limitations and sample
sizes’. That report recommended that prenatal DEX should be used only in clinical trials
and that parents had to be informed about the possible risks of the ‘treatment’. Other
countries issued the recommendation that ‘the administration of dexamethasone for prenatal
treatment of CAH only take place as part of research projects that have ethics approval and patient
follow-up protocols’ .1

The above paragraphs, focusing on the substantial international controversy surround-
ing prenatal DEX ‘treatment’” over the last twenty years, highlight that doctors and health
institutions have been well aware all along that they have been using a molecule whose
safety has not been verified scientifically. Indeed, the poor quality of the available data
reproduces mechanisms of ignorance and uncertain knowledge production. It seems like
this ignorance production was motivated by a larger aim to physically erase intersex as
early as possible, thus socially and culturally erasing the existence of intersex people.

The current use of DEX is controversial and considered experimental by the latest
international guidelines (Speiser et al. 2018). Its use is not well documented, but a European
medical study provides some data attesting that prenatal DEX continues to be used in
France: from 2002 to 2011, about 154 foetuses were subjected to prenatal DEX in the French
participating centres (Nowotny et al. 2022).

4.4. France and the Maintenance of a Policy of Ignorance

The epistemological erasure of intersex, as evidenced by the absence of official data
about medical practises, is reinforced by the dismissal of existing knowledge. As described
above, prenatal DEX was invented in France and then spread internationally during the
1990s. From the outset, ‘France is the country that has used it the most’®® as one of the
Lyon team asserted in a 2009 meeting. Despite a great deal of international criticism (see
above), French doctors continue to use prenatal DEX, thereby participating in a general
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logic of erasure of ‘atypical” sex culturally, epistemologically and physically. This use is
reflected in an information note from the Parisian hospital Robert Debré, published in 2013
and still available on the hospital website in 2024 (see Appendix A). The management
recommendations on CAH published by the HAS (French High Authority of Health) in
2011, mentioning the possibility of prescribing prenatal DEX, is still in effect in 2024.21
Furthermore, the head of the national expertise centre in Lyon, Dr. Pierre Mouriquand,
publicly confirmed this French approach during a French Senate special committee meeting:

”

“This treatment is very controversial because the side effects can be serious [. . .].
Dr. Pierre Mouriquand

“These are the reasons why certain countries—Sweden or the United States—have
abandoned these hormonal treatments.” Maryvonne Blondin

What about in France?

“We continue to prescribe them. 22 Dr. Pierre Mouriquand

French promoters of prenatal DEX consider the controversy to be a foreign one that
does not concern them; as one such promoter said: “the American criticisms are not very
valid” 23 The first promoters of prenatal DEX from France and the US are now retired, and
a new generation of practitioners has emerged, aware of the international controversy
surrounding the ‘treatment’. Some continue to advocate the procedure, echoed in the
words of a French gynaecologist-endocrinologist: “we see couples, we offer treatment, we are
for it. The benefit is greater than the risks” . >*

Given the risks involved, some French doctors remain cautious and express more
nuanced points of view. During a conference titled ‘Congenital Adrenal Hyperplasia’
organised by Surrénales on 5 April 2013, an important French paediatric endocrinologist
spoke publicly and conceded that “there is a debate, not enough data, methods not well-founded
enough, without a control group”. However, despite these reservations, the staff at the hospital
continues to prescribe prenatal DEX in certain cases.

When talking about DEX ‘treatment’ for a case during a staff meeting, Dr. Schapiro, a
geneticist at another Parisian hospital, said: “sometimes it works, sometimes it doesn’t. And
when it works, we don’t really know the collateral effects”.?® But this attitude of uncertainty
did not lead to a direct condemnation of this ‘treatment’; rather, it led to the proposal of
a preventive approach using pre-implantation diagnosis and ‘to only re-implant the boys’
(Ibid.). In other words, in order to protect CAH boys from being exposed to a potentially
harmful intervention, these medics suggested pre-selecting embryos by erasing all of the
XX ones in advance, hence making the prenatal DEX unnecessary. The pre-implantation
procedure is an invasive, exhausting medical procedure for (to be) pregnant persons.

The above examples highlight the fact that while some French doctors question the use
of DEX, they do not go so far as to condemn it. The well-being of pregnant persons is rarely
mentioned or taken into account during discussions about prenatal DEX. As far as pregnant
persons are concerned, doctors generally state that ‘the impact of the treatment on the mother
seems minor’?® even though the national protocol mentions that there are side effects, and in
particular, ‘excessive weight gain, stretch marks, maternal discomfort, sleep disorders, high blood
pressure’.? Basically, doctors consider the effects of the 'treatment’ to be marginal compared
to the ultimate objective, in other words, what they see as the ‘benefits’.

4.5. Parents” Experience and Medical (Dis)information

The goal of erasing intersex justifies, in the view of some medics, the dismissal of
physical risk to the pregnant person. However, the experience of pregnant persons high-
lights that the impact of prenatal DEX on their health is a major cause for concern that is
frequently ignored. This section continues to explain how the three types of erasure are
entangled and related to ignorance production mechanisms that do not directly concern
intersex but, more broadly, parents” and children’s bodies.
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The potential long-term risks and negative side effects for pregnant persons and
their children lead many women to wonder about taking prenatal DEX. For example,
research contributor Annie’s experience brings to light a complex reality and highlights
the importance of considering not only medical reasoning but also the consequences on
pregnant bodies in any evaluation of the ‘treatment’. Coming from the Paris region, her
first affected daughter was born in 2004 and diagnosed with CAH at birth. A year later,
she became pregnant again and immediately began prenatal DEX. Although she was being
followed by a major Parisian paediatric hospital, she said she was not warned of the side
effects of taking DEX during pregnancy, effects which she experienced severely. In addition
to very significant weight gain, she said:

“I had water retention, I had a beard; most of it went away after giving birth. I
wasn’t sleeping. I was a bundle of nerves; I vacuumed all the time. I wasn’t well.
[...]Tasked if I could stop it or reduce [the ‘treatment’] and I was told no, and I

had to continue for a month after the birth.”?3

When I asked her if she would take the ‘treatment’ if she had to do it again, she said
no. The Surrénales Association (see above) supports prenatal hormonal intervention and
encourages parents to trust what doctors tell them. In an online forum created by the
association, some members express their disagreement and their fear of the procedure.
They speak about the dilemma they face and the lack of clear information given to them.

Following international criticism and recommendations, the current French use of
prenatal DEX gives key importance to the issue of information (i.e., A Parisian hospital’s
note Appendix A). Doctors are now obliged to inform parents of the potential risks of
this prenatal hormonal intervention as part of a new ‘therapeutic alliance’, a concept
based on the promotion of the informed choice of medical care users who must have all
the information necessary for their decision, and the freedom to choose what suits them.
However, several studies in social sciences have underlined that this therapeutic alliance
is not between equals because, currently, the doctor-user relationship is entangled in the
dynamics of power and authority (Alderson 2001; Vassy 2006). This alliance is, therefore,
a fiction of autonomy since it is structured by strong pressures from doctors (Press and
Browner 1997). As Annie and other parents who contributed to my research affirmed,
information about the state of the science of prenatal DEX is not always clear or complete;
some indicated that the potential adverse effects on the foetus were not even mentioned
to them. Furthermore, unconscious representations influence the way parents imagine
having an intersex child, so the verbal and non-verbal language used by doctors affects
their perception and acceptance of intersex people and of prenatal DEX (Streuli et al. 2013).

In the context of prenatal DEX, health professionals, for the most part, inform parents
of potential side effects for the pregnant persons and the child but use strategies to convince
them that despite these risks, ‘treatment’ is almost obligatory. This is highlighted in the
testimonies I collected a few years back—this may have changed since—where parents
declared they were put under a lot of pressure by doctors to agree to ‘treatment’, the
latter insisting on the so-called benefits instead of the disadvantages or risks. This strategy
reduced the pregnant person’s agency and engendered a feeling of helplessness in the face
of this pressure. In this way, medical professionals placed the responsibility on pregnant
persons who, if they refused the ‘treatment’, might feel guilty for not having acted to
prevent the “virilisation” of their daughters. Pregnant persons were faced with the dilemma
of having to choose between the desire to follow the medical advice of prenatal erasure of
intersex traits and that of protecting themselves and their future child from side effects.

All of these testimonies confirm that in France, prenatal DEX is not only strongly
recommended by the medical profession but that parents are sometimes pressured into ac-
cepting it. Parents’ ignorance is produced by the way information is conveyed or concealed,
the uncertain context, and a timeline that puts pressure on them to decide and which does
not leave space for them to seek further information. This ignorance is a mechanism that is
not only cognitive but also emotional, as it produces negative feelings such as anxiety and
guilt. The lack of concealment of information from parents in order to promote prenatal
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DEX exemplifies the epistemological erasure not only of intersex but of the general health
of non-intersex family members. It illustrates the importance given to the physical and
cultural erasure of intersex altogether.

5. Discussion

The internal tension contained in the expression ‘uncertain knowledge” in the title
of this article underlines that all scientific knowledge, technologies and medical practices
on intersex belong to a specific regime of truth whose premises and consequences are left
unquestioned, thereby generating a regime of ignorance. The latter continues to function
in France today despite numerous uncertainties and controversies inside and outside the
medical sphere.

The context of prenatal DEX allows us to reflect on the way in which certain medical
practices are maintained despite criticism and uncertainty. It also reveals how biomedical
practices that claim to be based on consensual knowledge are embedded in a local frame-
work. Why do French doctors sideline criticism of this ‘treatment’ or even ignore it? This
approach follows similar French public health scandals surrounding the iatrogenic effects of
hormones (growth hormones, contraceptive pills, etc.). It is remarkable that prenatal DEX
was introduced in the 1980s, a period when it was discovered that administering hormones
to pregnant persons could have serious consequences, mainly after the scandal around
diethylstilbestrol (DES) in the 1970s (another synthetic oestrogen given to pregnant persons
which had serious risks) (Bonah and Gaudilliere 2007; Fillion and Torny 2016)%. The denial
of potential harm is somewhat incoherent with the highly preventive biomedicine and
injunctions to pregnant persons concerning, for example, alcohol or smoking (‘zero risk’).

It is unsettling to observe the similarities between DEX use, the mechanisms of ig-
norance around DES, and the kind of intentional blindness or historical amnesia that
accompanied it. Furthermore, in France, there is a quasi-absence of public controversies
about hormonal use in general: the contraceptive pill or replacement menopausal ‘treat-
ment’. This is due in part to the way feminist movements have thought about issues
related to the body and medicine and, more generally, to the relatively high trust women
have in the French medical system and technological apparatus, which is often seen as
emancipatory for women (Lowy and Gaudilliere 2004). The reaction time of the French
medical profession in the face of alarm signals was very long, and a change only occurred
when the women directly concerned managed to make it a public scandal in France.

The maintenance of such practices despite the continued scientific debate regarding
the safety of DEX testifies to a denial, not only of history but also of current published
data: dismissing ethical and scientific criticism allowed French specialists to reproduce the
erasure of intersex. French doctors’ resistance to criticism also indicates the importance
given by the erasure of intersex variations, which, in our specific context, concerns the
‘virilisation” of the genitals of XX-CAH. This goal, taken for granted by doctors, seems so
important to them that they are willing to promote a ‘treatment” which is, at best, under-
studied and, at worst, harmful to exposed foetuses, mostly non-CAH babies. Accordingly,
preventing “atypical” sex would appear to have a much higher priority than the well-being
of pregnant persons and their future children. Knowledge about prenatal DEX, which is
uncertain and insufficient, is sidelined so as not to infringe on the assumed benefits of this
‘treatment”: erasing intersex from bodies and minds.

Overall, the case study provided allowed me to examine the mechanisms by which
biomedical science not only produces knowledge but ignores or excludes knowledge that
contradicts its paradigm. Several dimensions of “‘uncomfortable knowledge’ appear to be
deliberately excluded because they threaten a pre-existing system. Hence, the establishment
of practices considered acceptable or even taken for granted is inseparable from processes
minimising uncertainty.

This ignorance points to a larger effort to erase intersex and demonstrates how the
three types of erasure are linked and form a circular system that justifies and maintains
itself: physical erasure is enabled by the cultural erasure of intersex and the incapacity to
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socially accept and represent intersex bodies and experiences. But this physical prenatal or
postnatal erasure also reproduces cultural ignorance of intersex lives. This becomes possible
because several epistemological mechanisms of erasure are used: producing ignorance
impedes intersex people and their parents from conceiving alternatives to the medicalised
path of physical obliteration; concealing or dismissing data and information on prenatal
DEX also enables the maintenance of the system of erasure by putting ‘normalisation’ as a
higher goal than physical integrity, diversity or general health. Thus, ethical issues around
it are minimised and considered to be marginal within the larger process of erasing intersex.

6. Conclusions

This paper examined how medicine, science and technology participate in a continuous
process of erasing intersex variations by practices of invisibilisation. In turn, this logic of
erasure reveals a larger logic of ignorance production. The case study of the use of prenatal
DEX illustrates the three types of erasure presented at the beginning of this paper, cultural,
epistemological and physical, and the way they are entangled and co-produce each other
to maintain the system of medicalising intersex bodies. The social difficulty of conceiving a
body with a large clitoris in relation to binary categories underlies the origin of medical
justifications for erasure. It is thus related to the cultural erasure regarding any variation
of the female/male normative binarism. It also demonstrates epistemological erasure by
illustrating how biomedical science sidelines certain data and minimises uncertainty or
long-term risks such as side effects. Finally, the use of DEX is directly connected to physical
erasure since it aims to obliterate the existence of intersex traits by medically intervening as
early as possible on intersex children’s genitals.

By unravelling mechanisms of ignorance production, a new paradox emerges: the
increase in biomedical knowledge and techniques also produces many dilemmas and de-
bates. The questions left unanswered are whether the production of ignorance is necessarily
conscious and whether it stems from an intention to hide information or whether it is a
social process, largely unintentional, which can be observed by examining precisely what
knowledge is left unknown, which facts are minimised and which realities do not interest
science. It is important to bring to light the epistemological and political consequences of
this regime of ignorance and its paradoxes in order to build an alternative field of knowl-
edge about intersex lives and represent other paths than early medicalisation and erasure
of intersex.
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Appendix A. Author’s Translation

“INFORMATION NOTE FOR COUPLES AT RISK Document from the Robert
Debré hospital, read online on the Parisian hospitals’ network APHP website on
7 November 2023.

The aim of this document is to discuss the advantages and disadvantages of a treatment
that can be started from the start of pregnancy to avoid or limit the malformation of the
external genitalia in girls who have congenital adrenal hyperplasia.
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Appendix A.1. Principles of Treatment

The treatment is administered to the mother. Dexamethasone is a synthetic corticos-
teroid marketed in the form of Dectancyl tablets. This medication passes the placenta, it
will slow down the production of male hormones in the foetus and prevent masculinisation
of the external genitalia of girls who have congenital adrenal hyperplasia.

To be effective, treatment must be started before the formation of the external genitalia
(i.e., at best before the 7th week of pregnancy). It must be taken daily until delivery,
and should only be discontinued on justified medical advice. Monitoring this treatment
requires regular consultations and blood tests, 15 days after the start of treatment and then
throughout the pregnancy [...].

Appendix A.2. Efficiency

When this treatment is given adequately and is regularly monitored, the effectiveness
in preventing malformations of the genital organs is complete or almost complete. Girls
who received treatment in utero (during pregnancy) have normal genitalia or at most an
isolated increase in clitoral size. If left untreated, there is a risk of significant malformation
of the genital organs requiring one or more complex reconstructive surgical procedures.

Appendix A.3. Side Effects of Antenatal Treatment

In the mother, this treatment may have undesirable effects, especially in the event
of prolonged treatment throughout pregnancy leading to significant weight gain, mood
changes, increased blood pressure, oedema and stretch marks during the 2nd and the
3rd trimester of pregnancy. In some cases, sugar intolerance or diabetes may develop.
All these parameters will be monitored during monthly consultations by an obstetrician
specialised in this type of treatment.

In children, the administration of glucocorticoids (cortisone equivalents) via their
mother does not cause any known adverse side effects. However, this treatment is recently
introduced (the first treatments began in 1984) and no study has precisely evaluated its
long-term effect on the development of the child, both in the case of transitional treatments
stopped around the 11th week (unaffected foetus) and in the case of prolonged treatments
until the end of pregnancy. The studies currently underway give contradictory results and
cast doubt on possible memory problems in certain children who have received antenatal
treatment.

Appendix A.4. Conclusions

[...] The aim of this note is to raise questions from parents faced with this difficult
choice which the entire team of paediatric endocrinologists, surgeons, geneticists and
obstetricians will endeavour to answer.”

Notes

Author’s translation. Original expression: ‘les formes d’oubli et d’invisibilité".

Intersex people, or individuals with sex development variations, present inborn sex characteristics that do not fit the social and
medical norms of male/female binarism. The term intersex can also refer to individuals who have experienced medical and
social invalidation of their bodies.

Some terms (treatment, normalisation, virilisation, atypical sex, ambiguous sex, etc.) are put into quotation marks since their use
is a borrowed one: they are used in medical papers or discourse and suggest that intersex is a pathology. The quotation marks
signify that the author does not endorse this approach.

CAH is related to variations in the production of hormones by the adrenal glands. It is a rare genetic condition with a recessive
heredity mechanism. In people with XX chromosomes, it often creates intersex traits such as a bigger-than-average clitoris, labial
fusion, and/or a vagina considered too small.

Intersex people were named «hermaphrodites» during many periods of history, mainly in medical publications, considering it
as a monstrosity or a pathology. The use of this mythological term has been criticised by concerned people since the 1990s as
stigmatising and should, therefore, be employed only for historical purposes.
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6 In 1980, Michel Foucault wrote a text as a preface to the English edition of Abel/Herculin Barbin’s memoirs. In this text, he
reminds the scientific context of medical perception of intersex people in the 19th century. The dominant approach, “age of
gonads”, as it was called by Alice Dreger (1998), was to consider that doctors should determine the ‘true” sex of intersex people
by looking inside their bodies, and especially by examining their gonads during internal surgery. The idea of a gonadal sex as the
‘true sex” did not completely disappear, but other components of sex were taken into account, maintaining, for many doctors, the
illusion of a ‘true sex’ for each intersex person.

7 On this topic, see a recent press investigation about French intersex people and their struggle to obtain their medical files: Pepy,
Lilas. Personnes intersexes: des mutilations tenues au secret. La Déferlante, May 2024.

8 The DSD nomenclature distinguishes intersex people into categories of ‘syndromes’ mostly following their sex chromosomes.

o Interview with Charlotte, February 2014. All of the names given to interviewees are pseudonyms.

10 Interview with Dr. Dupuy, pediatric endocrinologist, May 2014.

1 It is said that “The voluntary interruption of a pregnancy may, at any time, be performed if two doctors attest, after examination
and discussion, that the continuation of the pregnancy seriously endangers the woman’s health or that there is a strong probability
that the unborn child will suffer from a particularly serious condition of particular gravity recognised as incurable at the time of
diagnosis’ (L.162-12, law n°75-17 of 17 January 1975, art. 5).

12 Interview with Dr. Bonnet, pediatric surgeon, April 2014.

13 Interview with Dr. Rousseau, pediatric endocrinologist, March 2014.

1 See note 10 above.

15 DEX may be potentially given to any “at risk” pregnant persons who already had an affected child before knowing if the foetus is
affected by CAH and before knowing its chromosomes. However, CAH is a recessive genetic condition, which means only 1 of
4 foetuses will actually be affected. Furthermore, since only XX chromosomes foetuses are targetted, they only represent half of
the foetuses, which can be potentially treated (hence 1 of 8).

16 As early as 1995, a study suggested that these children were shyer and more sensitive than the control group (Trautman et al. 1995).

7 Interview with Dr. Dupuy, May 2014.

18 See note 17 above.

9 Recommendation no 6.27 from the Second Report ‘Involuntary or coerced sterilisation of intersex people in Australia’, 25 October 2013,
Senate Standing Committees on Community Affairs, Commonwealth of Australia 2013.

20 Minutes of a meeting of the association Surrénales, June 2009.

2 These recommendations are available (in French) here: https:/ /www.has-sante.fr/upload/docs/application/pdf/2011-05/ald_
hors_liste_-_pnds_sur_lhyperplasie_congenitale_des_surrenales.pdf (consulted on 21 May 2024).

2 Dr. Pierre Mouriquand, head of a department in Lyon and coordinator of the Expertise national Centre of genital development
(DEVGEN). Exerpt of his presentation in a Senate commission (Blondin and Bouchoux 2017, p. 23).

3 Interview with Dr. Rousseau, February 2014.

2% Interview with Dr. Guez, gynaecologist, January 2015.

25 Interview with Dr. Schapiro, geneticist, December 2014.

26 Information meeting of the association Surrenales.

2 National Protocol of Diagnosis and Care (PNDS) on Congenital Adrenal Hyperplasia, published in April 2011 by the High
Authority of Health (HAS).

28 Interview with Annie, June 2014.

2 DES is a synthetic estrogen which has been prescribed to pregnant persons. Its use was called into question in 1953 because it
was suspected of leading to vaginal and cervical cancer in girls exposed to it in utero. Following the protest movement, DES was
contraindicated for pregnant persons in 1977.
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Abstract: Over the last decades, intersex studies has achieved increasing development as a field
of critical knowledge, in tight collaboration with discourses developed by intersex activism and
human rights bodies. This paper proposes a self-reflexive review of epistemological perspectives
in intersex studies within broader discursive fields, through a thematic analysis and comparative
framing analysis. This analysis is based on a narrative literature review of academic contributions,
activist declarations, and documents issued by human rights bodies conducted over the last decade as
a work-in-progress project. Furthermore, it includes results of a scoping review of recent knowledge
production in intersex studies carried out in Scopus within the subject area ‘social sciences’. This paper
focuses on the analysis of the following epistemological perspectives: human rights frameworks,
legal perspectives and citizenship theories, reflections on biopolitics, medicalization and iatrogenesis,
sociology of diagnosis framework, depathologization perspective, respectful health care models,
and reflections on epistemological, methodological, and ethical aspects. The literature review raises
questions about the existence of specific intersex epistemologies in intersex studies, their interrelation
with discourses contributed by intersex activism and human rights bodies, and the opportunities for
a contribution of theory making in intersex studies to the human rights protection of intersex people.

Keywords: intersex studies; epistemologies; human rights; biopolitics; medicalization; depathologization;
epistemic injustice

1. Introduction

According to Foucault ([1969] 1972), “The conditions necessary for the appearance of
an object of discourse, the historical conditions required if one is to ‘say anything” about it,
and if several people are to say different things about it, (. ..) as we can see, these conditions
are many and imposing. Which means that one cannot speak of anything at any time”
(pp. 44-45).

Over the last decades, intersex studies has emerged as a field of knowledge, con-
tributing critical reflections in tight interaction with discourses of intersex activism and
human rights bodies. This paper aims at reviewing relevant epistemological perspectives
in intersex studies, intersex activism, and human rights discourses.

From academic and academic-activist perspectives, several authors have published
edited books focused on critical analyses of intersex-related medical practices and legal
regulations, reviews of the history of intersex activism, and narratives about the social
situation of intersex people, among them Dreger (1999), Frohling (2003), Cabral Grinspan
(2009), Holmes ([2009] 2016), Barth et al. (2013), Thomas et al. (2013), Haller et al. (2022), and
Laura-Inter and Alcantara (2023). Without always explicitly mentioning the term ‘intersex
studies’, these anthologies can be read as contributions to the process of establishing
intersex studies as a field of knowledge in the intersection between different theoretical
perspectives, backgrounds, and languages.

Furthermore, intersex authors and allies have contributed definitions and conceptual-
izations of intersex studies, describing its characteristics and scope. Carpenter ([2012] 2023)
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indicates: “Intersex studies is an interdisciplinary and growing field, frequently involving
collaboration with intersex-led organisations, and also involving academics with lived
experience” (s.p.). Monro et al. (2021) highlight: “The emerging field of interdisciplinary
intersex studies, therefore, can be characterised by the co-constitution of knowledge with
the individuals and communities it seeks to study, as intersex activists (both academics and
non-academics) are important authors in the field” (p. 431).

In ‘Intersex Studies: A Systematic Review of International Health Literature’, T. Jones
(2018) uses a different strategy to delimit intersex studies. The author identifies different
“theoretical lenses” in studies on intersex issues, differentiating between “expert-centered,
patient-centered, group-centered, or theory-centered” lenses, and mentioning “Critical
Intersex Studies” within “[c]ommunity-group centered” lenses (T. Jones 2018, p. 4). “Critical
Intersex Studies lenses” are defined as “focused on human rights and bodily autonomy for
intersex as a specific group” (T. Jones 2018, p. 5).

Within this paper, I conceptualize intersex studies as an interdisciplinary field of
knowledge developed by intersex authors and allies from diverse theoretical and academic—
activist perspectives that contribute critical reflections on intersex-related clinical practices,
legal frameworks, social inequities, and forms of knowledge production. Unlike T. Jones
(2018), I do not include intersex-related clinical literature within the scope of intersex studies
but instead focus on critical reflections about intersex-related clinical and social practices.

From the awareness that terminology is a contested aspect in the field (Monro et al.
2021), I will give preference to the term ‘intersex’ throughout the text, according to its
use in intersex activism, intersex studies, and human rights discourses, and following
the definitions contributed by OII Europe/ILGA Europe (Ghattas 2019)! and the United
Nations (UN 2019).2 When referring to previous historical moments or other cultural
contexts, I will use the term ‘variations of sex characteristics’.?

The emergence of intersex studies can be analyzed within the broader framework
of an historical development of conceptualizations and regulations of variations of sex
characteristics. Over the last century, in the Western world the medical gaze has achieved a
dominant position in conceptualizing, categorizing and diagnosing intersex bodies and
lives (Cleminson and Vazquez Garcia 2009, 2018; Dreger [1998] 2003, 1999, 2018; Eckert
[2009] 2016, 2017; Foucault [1978] 1980; Garcia Lopez 2015, 2018; Gregori Flor 2013; Gregori
Flor et al. 2018; Griffiths 2018; Karkazis 2008; Kennedy 2016; Reis 2005, 2019). This medical
gaze is described as historical and Western-centered, and the reviewed authors highlight the
existence of other forms of conceptualizing and regulating variations of sex characteristics
in previous centuries (Cleminson and Vazquez Garcia 2009, 2018; Foucault [1978] 1980;
Garcia Lopez 2015; Kennedy 2016; Reis 2005, 2019) and diverse cultural contexts (Eckert
[2009] 2016, 2017; Swarr 2023).

In other knowledge fields that contribute critical reflections on medical practices
and epistemological power structures, such as trans studies, crip studies, deaf studies, or
mad studies, I identified reflections on “trans* epistemology” (Radi 2019, p. 43), “crip-
istemologies” (Johnson and McRuer 2014, p. 127), “Deaf Epistemologies” (De Clerck
2016), and “Mad Epistemologies” (LeFrancois and Voronka 2022, p. 105), raising questions
about the existence and characteristics of specific intersex epistemologies in the field of
intersex studies.

Based on previous reflections on intersex studies as a knowledge field, this paper
focuses on the review of epistemological frameworks in intersex studies, intersex activism,
and international and regional human rights bodies, aimed at enhancing the awareness of
theoretical perspectives and contributing to the development of strategies for supporting
the human rights of intersex people.

2. Methods and Ethics

This analysis is based on a narrative literature review of epistemological, methodolog-
ical, and ethical reflections in intersex and trans studies that I have conducted over more
than ten years as a work-in-progress project. In previous publications (Suess-Schwend 2014,
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2020, 2022, 2023),* I identified several relevant epistemological perspectives in intersex
studies that I will analyze in more detail in this paper.

As a second step, I conducted a scoping review of intersex-related articles, books, and
book chapters in the subject area ‘social sciences” in Scopus published between 2013-2022,
combining the keyword ‘intersex” with keywords related to the theoretical frameworks
I found in the previous narrative review. I identified 341 publications in Scopus, with
329 in English, 5 in Spanish, 4 in Portuguese, 1 in French, 1 in Italian and 1 in German.
After removing duplicates, non-related entries, or entries in other formats, I applied the
following non-eligibility criteria to 332 publications:

e  Focus on LGBTI, not intersex (n = 184)
e  Pathologizing perspectives (n = 5)
e  Other ethical concerns (n = 3)

Finally, I selected 140 publications for an in-depth review.

Taking into account the limitation of the selection to highly indexed publications
mainly in English, I completed the scoping review with the narrative review conducted
previously and during the elaboration of the paper, including 93 papers, book chapters,
books, and reports in English, Spanish, French, Portuguese and German from the field of
intersex studies. I also reviewed 22 intersex activist documents, among them 16 interna-
tional and regional declarations, and 18 intersex-related strategic human rights documents,
including 17 documents issued by international and regional human rights bodies, and the
Yogyakarta Principles plus 10, developed by an international expert group (YP+10 2017)
(in the following, indicated as ‘human rights documents’).

Within the selected publications, I analyzed the epistemological frameworks by means
of a thematic analysis (Braun and Clarke 2022), identifying the following relevant themes:

Human rights frameworks, legal perspectives, and citizenship theories
Critical perspectives on clinical practices

Disability / crip theories

Theories on embodiment, sex/gender non binarism, and bodily diversity
Reflections on social inequities, intersectionalities, and social justice
Educational perspectives

Reflections on epistemological, methodological, and ethical aspects

This thematic analysis was combined with a framing analysis (Johnston 2002), com-
paring terminologies and framing strategies in the field of intersex studies with those used
in the reviewed activist declarations and human rights documents.

I followed ethical principles relevant for literature reviews, such as an adequate and
meaningful selection, representation, and citations (Suri 2008), as well as a practice of
reflexivity (Olmos-Vega et al. 2023). I developed this review as an ally of intersex activism,
being aware of the ontological complexity of this ally position, committed to the human
rights protection of intersex people, and aimed at not repeating dynamics of epistemic
injustice (Fricker 2007).

3. Results and Discussion

In the following section, I will present and discuss selected results of the literature
review, focusing specifically on the mention of epistemological perspectives related to each
theme in intersex studies, intersex activism, and documents published by international and
regional human rights bodies. I will mention some of the reviewed themes and authors
without reproducing the complete literature review.

The following analysis focuses on human rights frameworks, legal perspectives and
citizenship theories, critical perspectives on clinical practices, as well as reflections on
epistemological, methodological, and ethical aspects.
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3.1. Human Rights Frameworks, Legal Perspectives, and Citizenship Theories
3.1.1. Human Rights Frameworks

The literature review identifies human rights perspectives as a core framework in the
reviewed publications. These findings coincide with previous analyses that indicate human
rights as a central focus of intersex studies (Monro et al. 2021; T. Jones 2018). Within this
shared human rights focus, I identified different themes and perspectives.

The reviewed authors question the human rights violations that intersex people face,
denouncing the practice of non-consensual surgeries on the sex characteristics of intersex
newborns, children, and adolescents (Ammaturo 2016b; Bastien-Charlebois and Guillot
2018; Bauer et al. 2020; Cabral Grinspan 2006, 2009, 2022; Cabral Grinspan and Benzur 2005;
Cabral Grinspan and Carpenter 2018; Carpenter 2016, 2018a, 2018b, 2020; Crocetti et al.
2020a; Davidian [2011] 2013; Ghattas 2013; Guillot 2018; Mestre Martinez 2022; Monro et al.
2019; O’Brien 2015; Paechter 2021; Suess-Schwend 2014, 2020, 2022, 2023; Winter Pereira
2022; Zelayandia-Gonzalez 2023). Furthermore, they identify a lack of adequate health
care throughout their lifespan (Berry and Monro 2022; Crocetti et al. 2020b; Crocetti et al.
[2023] 2024), as well as dynamics of social discrimination and exclusion in different contexts
(Carpenter 2020; Sterling 2021; Winter Pereira 2022).

Intersex studies also provides a review of the historical development of local, regional,
and international human rights-based intersex activism over the last decades in different
world regions (Astraea Lesbian Foundation for Justice 2016; Bauer et al. 2020; Chase 2013;
Crocetti et al. 2020a; Davidian [2011] 2013; Davis 2015; Haller et al. 2022; Karkazis 2008;
Rubin 2017, 2019; Suess-Schwend 2022, 2023; von Wahl 2021; Winter Pereira 2022). The
reviewed authors analyze the demands of regional and international intersex networks,
identifying the protection of the right to bodily integrity and cessation of non-consensual
surgeries performed on the sex characteristics of intersex newborns, children, and ado-
lescents as main demands (Ammaturo 2016b; Bastien-Charlebois and Guillot 2018; Bauer
et al. 2020; Carpenter 2016, 2018a, 2018b, 2020; Crocetti et al. 2020a, 2020b; Davidian
[2011] 2013; Grabham 2007; Guillot 2018; Mestre Martinez 2022; Monro et al. 2019; O’Brien
2015; Paechter 2021; Sterling 2021; Suess-Schwend 2014, 2020, 2022, 2023; von Wahl 2021;
Winter Pereira 2022; Zelayandia-Gonzélez 2023). Furthermore, they review the lobbying
activities of intersex activist groups and networks in international and regional human
rights bodies (Bauer et al. 2020; Rubin 2019; Winter Pereira 2022).

The reviewed authors describe the engagement of regional and international human
rights bodies with intersex issues, such as the UN, the Council of Europe, the European
Parliament, or the Inter-American Commission on Human Rights, analyzing their resolu-
tions and recommendations (Bauer et al. 2020; Carpenter 2020; Garland and Travis 2022;
Garland et al. 2022; Pikramenou 2019; Ravesloot 2021; Sterling 2021; Travis 2015; Winter
Pereira 2022; Zelayandia-Gonzalez 2023). They also review the implementation of their
recommendations in national contexts (Carpenter 2018b; Duggan and McNamara 2021;
Garland and Travis 2022; Ni Mhuirthile et al. 2022; von Wahl 2021).

Several authors highlight binary biases in international human rights law and national
legislations (O’Brien 2015; Paechter 2021; Pikramenou 2019), as well as analogies between
female genital mutilation (FGM) and intersex genital mutilation (IGM) (Rubin 2019; Svo-
boda 2013). Carpenter (2016) reviews advancements and challenges in the response of the
international human rights system to the demands of the intersex movement, highlighting
that “[s]tructural change is needed to end the pathologisation and stigmatisation of healthy
intersex bodies” (pp. 79-80).

The reviewed human rights-based publications also reflect a discussion about termi-
nologies, including a critical review of their historical development, Western and clinical
precedence, and frequently pathologizing connotations. On the other hand, the reviewed
authors identify strategies of resignification and reappropriation. They show a preference
for using ‘intersex” and ‘variations of sex characteristics (VSC)” instead of terms such as
‘hermaphrodite’, ‘DSD, Disorders of Sex Development’, “dsd, differences of sex develop-
ment’ or specific diagnostic codes (Cabral Grinspan 2009; Carpenter 2018b; Crocetti et al.
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2020b; Davis 2015; Delimata et al. 2018; Feder and Karkazis 2008; Hegarty et al. 2021;
Lundberg et al. 2019; Machado 2006; Merrick [2017] 2019; Monro et al. 2021; Topp 2013;
Zelayandia-Gonzaélez 2023).

Furthermore, some of the reviewed authors contribute reflections on the specific
human rights-related epistemological framings used by intersex activist networks, human
rights bodies, and policy makers, comparing their use and discussing their applicability
and limitations (Bauer et al. 2020; Crocetti et al. 2020a; Zelayandia-Gonzalez 2023).

Bauer et al. (2020) provide an in-depth review of framing strategies used by Interna-
tional Human Rights Mechanisms (IHRMs) and intersex activists, outlining “some of the
most significant Human Rights frameworks that have been applied to IGM, and intersex in
general, by different IHRMs” (p. 730).

In reviews of UN Universal Periodic Review documents (Ravesloot 2021) and UN
treaty body documents (Zelayandia-Gonzalez 2023), both authors coincide in observing
the absence of references to the term DSD or dsd. Zelayandia-Gonzalez (2023) identifies
only one mention of the term ‘Intersex Genital Mutilation” (IGM) in the reviewed treaty
body documents, raising the question of whether this low mention “might be an indication
of a ‘compromise’ position that recognise this harmful practice as a human rights violation
but is not ready yet to grant ‘mutilation status’ such as the one given to FGM” (p. 11).

Crocetti et al. (2020a) interviewed “intersex activists, patient associations advocates,
policy representatives and medical professionals”, examining “shared aims and areas of
tension in naming aspects of intersex medical treatment human rights abuses” (p. 591).
They conclude: “Our analysis indicates that tension does not rest as much on the rights
claims in-of-themselves, but rather on the tactic of appealing to IHRBs and the strong
emotional register of human rights terms such as ‘harmful practice’, ‘torture’, ‘inhuman or
degrading treatment” and ‘violence’” (Crocetti et al. 2020a, p. 591).

Following these previous analyses and framing analysis methods developed in social
movement theory (Johnston 2002), I reviewed the terminologies and frameworks used
to mention intersex-related human rights violations in human rights-based publications
identified in the narrative and scoping review, international and regional intersex activist
declarations and human rights documents.

I found a relatively broad overlap in the identified human rights violations, with
partially different terminologies and framings between academic publications, activist
declarations, and human rights documents. To describe non-consensual medical interven-
tions performed on intersex minors, the term ‘human rights violations” or similar wordings
are used in the three reviewed fields.’ The term ‘harmful practices’ or related wordings
(such as ‘harmful cultural practices’, ‘harmful social and cultural practices” or ‘harmful
medical practices’) can be observed in several of the reviewed academic and human rights
documents, but only in three activist declarations.® The term ‘harmful practices’ is also
used in other activist reports (Ghattas 2015, p. 21, 2019, p. 19). Furthermore, two of the
reviewed academic publications refer to the concept ‘iatrogenic harm” (Reis-Dennis and
Reis 2017, p. 825; Suess-Schwend 2020, p. 799, 2022, p. 97).

The three reviewed document types frame intersex-related medical interventions with
similar concepts, such as ‘normalizing’,” ‘non-consensual’,? and ‘medically unnecessary’,’
and related terms. The term ‘intersex genital mutilation’, mentioned in several of the
reviewed contributions from intersex studies and human rights documents, together with
related terms (such as ‘genital mutilation’, “infant genital mutilation” or “genital cutting’),
is only included in three of the reviewed activist declarations.!” On the other hand, this
concept is also used by other intersex activist organizations, such as Iranti-org (2016),
OII Europe/ILGA Europe (Ghattas 2019, p. 11) and StopIGM.org/Zwischengeschlecht
(2023, s.p.). Furthermore, authors from the field of intersex studies, intersex activism and
human rights bodies apply concepts such as ‘cruel, inhuman and degrading treatment” or
similar wordings,!! and authors from the field of intersex studies refer to terms such as
“physical torture” (Guillot 2018, c.a.), “gendered forms of torture and ill-treatment” (Cabral
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Grinspan and Carpenter 2018, p. 184), or “crimen contra la humanidad” (“Crime against
humani’fy”,12 Garcia Lopez 2018, p. 244).

The reviewed academic publications, activist declarations, and human rights docu-
ments also use other terms to describe the human rights violations that intersex people
are exposed to. The terms ‘discrimination’!® and “pathologization’!* are frequently men-
tioned in all three types of documents. The reviewed academic publications and human
rights documents use the term ‘violence’, and variants such as ‘medical violence’, ‘systemic
violence’, or “institutional violence’, among others. The term ‘violence’ only is included
in one of the reviewed activist documents.!® On the other hand, several of the reviewed
activist declarations allude to ‘infanticide and honor killings of intersex people’ or similar
terms. The term “infanticide’ is also brought up in the reviewed academic literature, but
only by three of the reviewed human rights documents.1® The three reviewed fields also

mention “sterilization’,'” ‘preimplantation genetic diagnosis’, and terms related to prenatal

interventions.!8

Intersex studies, intersex activism, and human rights bodies also contribute affirmative
concepts to frame the human rights of intersex people. Again, I compared the terminologies
and framings used in the reviewed academic literature, international and regional activist
declarations, and human rights documents. I observed a related high coincidence, especially
for concepts such as ‘bodily integrity’,' ‘bodily autonomy’,?? ‘self-determination’,*! and
related terms in all three document types. I also found a mention of the ‘right to health’,?2
and ‘health needs’.?*> Academic, activist and human rights documents highlight the need
for “access to health care’, “access to social services” and ‘access to psychosocial and peer

support’,?* as well as the relevance of training.?’ The reviewed documents also refer to

‘informed consent’, 20 ‘right to truth’, ‘right to information” and ‘access to medical records’.?”

Furthermore, all three document types include concepts such as ‘anti-discrimination’,?

‘depathologization’,?? ‘access to justice’ and ‘reparations, redress, and compensations’,’
with differentiated frequency according to the field.

The reviewed activist declarations do not mention the term ‘best interest of the child’,?!
a term used both in academic literature and human rights documents. This lack of use
in activist contexts may be related to the observation of a use of the concept to justify
non-consensual interventions, as critically reviewed in intersex studies (Paechter 2021).
The Yogyakarta Principles plus 10 (YP+10 2017) indicate: “Ensure that the concept of the
best interest of the child is not manipulated to justify practices that conflict with the child’s
right to bodily integrity” (p. 10).

Within the reviewed human rights discourses, I identified a high level of dialogue be-
tween academia, activism, and human rights bodies, with some differentiated terminology
uses, such as regarding the use of the IGM concept or the term ‘best interest of the child’.
These differentiated terminologies and framings may be related to differentiated field-
specific interests or strategic decisions according to the political and institutional context,
as mentioned by previous authors (Bauer et al. 2020; Crocetti et al. 2020a; Zelayandia-
Gonzalez 2023). Their analyses invite us to engage in a critical and self-reflexive review of
opportunities and limitations in their use in different fields, including academia, activism,
human rights bodies, law, health care, and education.

3.1.2. Legal Analyses

The reviewed academic publications also contribute legal analyses on the human
rights of intersex people and their implementation in countries of Africa, Asia, Europe,
Latin America, and Oceania, including comparative studies.3?

Some of the reviewed legal publications mention explicitly the epistemological per-
spectives they use, among them ‘vulnerability theory’, ‘jurisdictional analysis’, and ‘legal
geography’. They also use approaches such as ‘doctrinal and socio-legal methodology’,
‘analysis of bioethical arguments’, ‘shared-decision-making approach’, and ‘doctrine of

informed consent’.3
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Furthermore, they refer to framings that inform their legal analyses, among them ‘legal
embodiment’, ‘intersex embodiment’, ‘intersex equality’, ‘formal equality’, ‘substantive
equality’, and “scalar limitations’. I also identified a mention of diverse other framings,
among them ‘social justice’, ‘gender justice’, ‘hospitality rules’, ‘biopolitics, bioethics and
biolaw” and “depathologization and human rights perspective’.34

The reviewed authors also analyze the process of implementation and impact of
juridical advancements on intersex people. Garland and Travis (2018) review “the prac-
tical impact that law has had on the lives and experiences of intersex embodied people”
(p. 587), developing strategies for moving from “formal equality” towards “substantive
equality” (pp. 605-6). Garland et al. (2022) analyze the limitations that intersex-related
UN recommendations face in their local implementation, specifically the prohibition of
non-consensual surgeries and other medical treatment on intersex minors, framing them
as “Scalar Limitations” (p. 1). Travis (2015) reviews the protection of intersex rights in EU
anti-discrimination law.

The reviewed legal literature includes analyses of the intersections between medicine
and law in constructing binary sex/gender categories (Kennedy 2016), as well as legal third
sex/gender options (Botha 2018; Cabral Grinspan and Carpenter 2018; Carpenter 2018b;
Carpenter and Jordens 2022; Cossutta 2018; Garland and Travis 2018; Schotel and Miigge
2021; Travis 2015; von Wahl 2021).

On the other hand, the reviewed intersex activist declarations question the under-
standing of intersex people as a third sex/gender. They recommend intersex children to
be registered as female or male, as long as sex assignment at birth is compulsory, and
to facilitate administrative options for modifying this assignment, if wished (African
Intersex Movement 2017, 2019, 2023; Asian Intersex Movement 2018; Australian and
Aotearoa/New Zealand Intersex Community Organisations 2017; Conferencia Regional
Latinoamericana y del Caribe de Personas Intersex 2018; International Intersex Forum 2013;
Intersex Asia 2023).

Reject any notion and labelling of intersexuality as a “third sex”, “third gender”,
“indefinite sex”, “non-determined sex”, “ambiguous sex” or similar ones at birth,
along with the practice of leaving blank the box corresponding to sex assignment
after birth, because these categories do not reflect the diversity of the bodies we

inhabit and violate our right to privacy.

(Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018, s.p.)

Regarding sex/gender classifications, sex and gender binaries are upheld by
structural violence. Additionally, attempts to classify intersex people as a third
sex/gender do not respect our diversity or right to self determination. These
can inflict wide-ranging harm regardless of whether an intersex person identifies
with binary legal sex assigned at birth or not.

(Australian and Aotearoa/New Zealand Intersex Community Organisations 2017,
s.p.; bold removed)

Various declarations suggest removing ‘sex” or ‘gender” as a legal category on birth
certificates, identity cards, or passports in the future (African Intersex Movement 2017, 2019,
2023; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017;
Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018; International
Intersex Forum 2013).

Some of the reviewed declarations question the sex/gender binary (Australian and
Aotearoa/New Zealand Intersex Community Organisations 2017; European Intersex Meet-
ing 2014) and suggest making non-binary options available in the administrative process to
modify gender/sex markers for people able to consent (African Intersex Movement 2017,
2019, 2023, s.p.; Asian Intersex Movement 2018; Australian and Aotearoa/New Zealand
Intersex Community Organisations 2017; First European Intersex Community Event 2017;
Intersex Asia 2023).
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The OII Europe/ILGA Europe Legal Toolkit recommends: “the third option must be
used only on a voluntary, personal basis”, “be available to all people” and “parents must
not be obliged to have their intersex child registered with the third option” (Ghattas 2019,
p- 32; bold removed).

The reviewed resolutions of European human rights bodies recommend establishing
flexible birth registration and gender recognition procedures (CoE 2017; European Par-
liament 2019). The Council of Europe resolution also suggests to: “ensure, when gender
classifications are in use by public authorities, that a range of options are available for all
people, including those intersex people who do not identify as either male or female” and
“consider making the registration of sex on birth certificates and other identity documents
optional for everyone” (CoE 2017, s.p.).

In the reviewed legal analyses contributed within intersex studies, I noted a frequent
focus on third sex/gender categories, a focus that does not seem to match with the priorities
of intersex activist groups. This interest seems not to be limited to the legal literature.
Reviewing anthropological literature, Holmes (2004) questions “[t]he anthropological
fascination with cultures incorporating more than male and female sex categories into their
symbolic classification schemes” (p. 2).

Several of the reviewed authors echo these critiques and debates, discussing criti-
cally the role, limitations, and contradictions of legal third sex/gender categories (Botha
2018; Cabral Grinspan and Carpenter 2018; Carpenter 2018b; Carpenter and Jordens 2022;
Cossutta 2018; Garland and Travis 2022; Schotel and Miigge 2021; Travis 2015; von Wahl
2021). Cabral Grinspan and Carpenter (2018) highlight that “assigning intersex people to a
third sex category purifies the standard gender framework of non-standard embodiments,
rendering them as an abject ‘other’, distinguished from endosex men and women” (p. 192)
and conclude: “Ultimately, we hope for a future where legal gender markers are irrelevant,
or no longer legally required at all” (p. 196).

3.1.3. Citizenship Theories

Some of the reviewed authors also contribute reflections related to citizenship studies,
contributing a discussion of the characteristics of “intersex citizenship” (Grabham 2007,
p- 29; Monro et al. 2019, p. 780), “intersex infant and children’s citizenship” (Monro et al.
2019, p. 783), or “intersex/variations of sex/characteristics and DSD citizenship” (Monro
et al. 2019, p. 780).

Furthermore, they analyze the contribution of the concept as a specific epistemological
perspective (Grabham 2007; Monro et al. 2019). Monro et al. (2019) argue that “a citizenship
approach may be useful internationally in supporting the human rights of intersex people
and those with VCS, because it offers analysis that addresses the full range of factors
and processes that impede or support these human rights”, identifying “a large gap in
citizenship studies regarding intersex and VSC” (p. 780). Grabham (2007) highlights: “As
long as intersex issues are defined by medically disciplining techniques, there remains a
need to think critically about how citizenship norms are constructed through responses to
corporeality” (p. 29).

The authors review the contribution of different related theories to intersex citizen-
ship, such as “children’s citizenship’, ‘health citizenship’, ‘sexual citizenship’, ‘sexual and
gendered citizenship’, ‘gender citizenship’, or ‘multisexual citizenship’. They also refer to
approaches such as ‘feminist citizenship’, ‘reproductive citizenship’, ‘intimate citizenship’,
‘biocitizenship’, ‘consumer citizenship’, ‘legal citizenship’, and ‘national and trans-national
citizenship’.%

While human rights discourses and legal approaches are central in the three reviewed
knowledge fields, the citizenship concept seems to be less used in intersex activism and
human rights discourses. I only found a mention of ‘citizenship rights” in some of the
reviewed activist declarations, and no mention of the citizenship concept in the reviewed
human rights documents apart from a use of the term “citizenship card” related to the
administrative procedure of modifying sex markers (UN 2023, p. 19).
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This limited or absent mention of the citizenship concept in the reviewed activist
declarations and human rights documents raises the question about a potential future
contribution of citizenship theories to intersex activism and human rights work, taking into
account contemporary discussions regarding the opportunities, limitations, and complexi-
ties of the concept (Leydet 2023).

3.2. Critical Perspectives on Clinical Practices

As a relevant focus in intersex studies, I could identify the critical review of clinical
practices. Intersex authors and allies use different epistemological perspectives to analyze
clinical practices, among them biopolitics, medicalization and iatrogenesis, the sociology of
diagnosis framework, and the depathologization perspective. Furthermore, they contribute
proposals for respectful clinical practices.

3.2.1. Biopolitics, Medicalization, and Iatrogenesis

Foucault ([1976] 2020) describes biopolitics and biopower as new forms of power that
emerged in the 19th and 20th centuries. He defines the society of control as characterized
by an interrelation between control, knowledge, and power, highlighting that “[t]he old
power of death that symbolised sovereign power was now carefully supplanted by the
administration of bodies and the calculated management of life” (Foucault [1976] 2020,
pp- 139-40). According to his analysis, “[aJnother consequence of this development of
bio-power was the growing importance assumed by the action of the norm, at the expense
of the juridical system of the law” (Foucault [1976] 2020, p. 144). Furthermore, Foucault
([1963] 1973) analyzes the historical development of medicine and medicalization over
the last centuries. He establishes an analogy between different forms of examination in
the judicial, clinical, and research fields (Foucault [1963] 1973, [1975] 1977), exploring its
biopolitical character, in the sense of both producing and regulating knowledge. In the
Introduction of ‘Herculine Barbin’, Foucault ([1978] 1980) analyzes the transition from a
juridical towards a medical regime in conceptualizing and regulating people considered as
“hermaphrodites” within the framework of the historical development from a disciplinary
towards a biopolitical society, under the question “Do we truly need a true sex?” (p. 1).

Agamben ([2003] 2005) refers to the concept ‘state of exception’, indicating: “The
state of exception is not a special kind of law (like the law of war); rather, insofar as it is a
suspension of the juridical order itself, it defines law’s threshold or limit concept” (p. 4).
Agamben ([2003] 2005) understands the “inmediately biopolitical significance of the state
of exception as the original structure in which law encompasses living beings by means of
its own suspension” (p. 3).

The concept of ‘medicalization” has been explored by Conrad (1992), who affirms that
“Medicalization consists of defining a problem in medical terms, using medical language to
describe a problem, adopting a medical framework to understand a problem, or using a
medical intervention to ‘treat” it” (p. 211).

Illich (1975) discusses the term “Clinical Iatrogenesis” (p. xi), indicating that “clinical
iatrogenic disease comprises all clinical conditions for which remedies, physicians, or
hospitals are the pathogens, or ‘sickening’ agents” (p. 18). Illich (1975) also refers to “social
iatrogenesis” to describe “various symptoms of social overmedicalization” (p. 24) and
“cultural iatrogenesis”, in the sense of “the paralysis of healthy responses to suffering,
impairment, and death” (p. 25).

The reviewed publications from the field of intersex studies use the frameworks of
biopolitics, biopower, state of exception, medicalization, and iatrogenesis to reflect on
intersex-related clinical practices from different theoretical perspectives, observing an
historical process of medicalization imposed on intersex bodies and its consequences
and establishing a comparison with other medicalization practices (Balocchi 2014; Cabral
Grinspan 2006; Cabral Grinspan and Carpenter 2018; Carpenter 2018b; Davis and Murphy
2013; Davis et al. 2016; Garcia Lopez 2015, 2018; C. Jones 2022; Kirjava 2022; Reis-Dennis
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and Reis 2017; Preves 2002; Repo 2013; Rubin 2017, 2021; Suess-Schwend 2023; Vazquez
Garcia 2013).

Cabral Grinspan (2006) identifies aspects that “sittian la intersexualidad como cuestion
esencialmente biopolitica” (“situate intersexuality as an essentially biopolitical issue”, p. 49)
(see Note 12), highlighting an “incesante tension biopolitica entre lo propio y lo ajeno, lo
hospitalario y lo hostil, lo monstruoso y lo humano, 1*s extranjer*s y la ciudad” (“incessant
biopolitical tension between the self and the other, the hospitable and the hostile, the
monstrous and the human, foreigners and the city”, p. 62).

Referring to non-consensual surgeries on intersex children, Repo (2013) postulates
“The Biopolitical Birth of Gender”, noting that “gender was invented in the 1950s as a new
sexual apparatus of biopower” (p. 228).

Davis and Murphy (2013) use the concept of biopower and Agamben ([2003] 2005)’s
concept ‘state of exception” to analyze medical interventions on intersex bodies, indicating
that “intersex traits (...) directly threaten the normalization of male and female as the only
sex characteristics”, and “[m]edical experts (.. .) effectively exercise biopower through the
administration of medical technologies, and through the medical gaze” (p. 133). According
to their analysis, “intersex bodies are the site where technical practices perform what
becomes a state of exception, with the result of a permanently modified body” (Davis and
Murphy 2013, p. 135).

Vézquez Garcia (2013) critically reviews the transhistorical use of the Foucauldian
concepts of biopower and biopolitics in contemporary reflections on intersex-related clinical
practices. Within a historical review of the treatment of intersex bodies, he differentiates
between two different forms of biopolitics, classic liberal biopolitics and new biopolitics. Ac-
cording to Vazquez Garcia (2013), the work of John Money and colleagues is characteristic
for this new biopolitics, combining “biopoder disciplinario” (“disciplinary biopower”, p. 91)
by means of surgical interventions with “biopoder regulador” (“regulatory biopower”,
p- 91) through family supervision and counselling.

With reference to Arendt and Agamben, Garcia Lopez (2018) postulates that the
figure of the refugee and the intersex body suppose “The End of All Rights: the Living
Body as Threshold of Democracy” (p. 223). Garcia Lopez (2018) analyzes the argument
of psychosocial urgency in the performance of early surgeries as a form of exception
converted in norm, applying Agamben ([2003] 2005)’s concepts ‘state of exception” and
‘bare life’ to the situation of intersex people, using the term “el bio-estado de excepcién y
la nuda vida intersex” (“the bio-state of exception and the intersex bare life”, p. 234). In
a previous paper, the author describes the intersex body as “un mapa de cicatrices, una
cartografia biopolitica que muestra cémo se ejecuta la heterosexualidad dominante, la
heteronormatividad” (“a map of scars, a biopolitical cartography that shows how dominant
heterosexuality, heteronormativity, is executed”, Garcia Lopez 2015, p. 55).

Rubin (2017) analyzes “intersex treatment, activism and theory” as “particular ex-
amples to rethink the biopolitics and geopolitics of intersex in specific contexts that have
far-reaching consequences” (pp. 15-16). In another publication, Rubin (2021) proposes the
concept “biopolitical protest” as “a politic that contests the regulation of human life through
the medicalization and pathologization of intersex, trans, and gender-nonconforming body-
minds and to expose the administration of sexual dimorphism and binary gender as tactics
of racial capitalism” (p. 987).

Davis et al. (2016) compare “Intersex and Trans Medicalization Practices”, concluding
that “[p]roviders for intersex people are inclined to approach intersex as an emergency that
necessitates medical attention, whereas providers for trans people attempts to slow down
their patients” urgent requests for transitioning services” (p. 490). Balocchi (2014) explores
forms of “medicalization of intersex/uality” (p. 12) in a qualitative study involving intersex
people and medical providers. Carpenter (2018b) highlights: “Claims that medicalization
saves intersex people from ‘othering,” or that legal othering saves intersex people from
medicalization, are contradictory and empty rhetoric” (p. 487). Kirjava (2022) reviews
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“[plarallels in the medicalization of people who are intersex and people who are deaf” (p. 1).
C. Jones (2022) analyzes loneliness as a consequence of the medicalization of intersex bodies.

Finally, some of the reviewed authors use the concept of “iatrogenic harm” (Reis-
Dennis and Reis 2017, p. 825) and “iatrogenic consequences” (Preves 2002, p. 530) when
referring to non-consensual and not clinically necessary surgeries performed on inter-
sex children.

The reviewed international and regional intersex activist declarations do not mention
explicitly the concepts biopolitics, medicalization, and iatrogenesis. Some of the declara-
tions include descriptions of the clinical practices that intersex people are exposed to that
coincide with the situations described in intersex studies as forms of biopolitics, medi-
calization, and iatrogenesis (African Intersex Movement 2017, 2019, 2023; Asian Intersex
Movement 2018; Australian and Aotearoa/New Zealand Intersex Community Organisa-
tions 2017; European Intersex Meeting 2014; Intersex Asia 2023).

Additionally, the San José de Costa Rica Statement (Conferencia Regional Latinoamer-
icana y del Caribe de Personas Intersex 2018) questions the colonial character of intersex-
related clinical discourses and practices.

With the collective strength of this space today we expose all the ways in which
our experiences have been historically and repeatedly colonized, from the inva-
sion of our lands to that of our bodies.

(Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018, s.p.)

Some of the reviewed authors refer to these colonial dynamics, as well as decolonial
perspectives (Eckert [2009] 2016, 2017; Lewis 2022; McRuer [2009] 2016; Swarr 2023).

Without explicitly using the concepts of biopolitics and iatrogenesis, the reviewed
human rights reports and declarations describe harmful medical practices and their conse-
quences on the health and well-being of intersex people (CoE 2015; EC 2012; IACHR 2015,
2016, 2020, 2023; UN 2016, 2017, 2019). The Council of Europe Report (CoE 2015) dedicates
a chapter to the “Medicalisation of intersex people” (pp. 19-26).

While the use of theoretical frameworks such as biopolitics, medicalization, and
iatrogenesis seem to be mostly limited to the academic field, I could identify the description
of related situations in activist and human rights documents, creating the opportunity for a
dialogue about strategies to overcome their harmful consequences.

3.2.2. Sociology of Diagnosis

The sociology of diagnosis perspective is used to analyze the cultural roles and conse-
quences of diagnostic processes in the contemporary Western society, as well as practices of
contestation (Brown 1990; Jutel 2009; Jutel and Nettleton 2011).

Within the context of Western biomedicine diagnosis: validates what counts as
disease; offers explanations and coheres patients’ symptoms; legitimates illness,
enabling patients to access the sick role; provides a means to access resources and
facilitates their allocation; and forms the foundation of medical authority. But
close scrutiny reveals that the picture is not a simple one. Medical diagnoses are
also contested, socially created, framed and/or enacted.

(Jutel and Nettleton 2011, p. 793)

Applying the sociology of diagnosis framework to the experiences of intersex peo-
ple, Jenkins and Short (2017) explore the “relationship between social diagnosis and
(de)medicalization” (p. 91) in intersex-related diagnosis processes, identifying “key actors
and structures in the intersex debate, and their contributions to (de)medicalization pro-
cesses” and “highly complex negotiations between social actors over the pathologization of
this condition” (p. 93). They observe that “social actors can engage with social structures to
both contribute and resist the framing of a condition like intersex as pathological” (Jenkins
and Short 2017, p. 93).
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The reviewed intersex activist declarations and human rights documents do not
explicitly mention the sociology of diagnosis framework. Several of the activist declarations
include the demand of depathologizing diagnostic classifications.

To depathologise variations in sex characteristics in medical practices, guidelines,
protocols and classifications, such as the World Health Organisation’s Interna-
tional Classification of Diseases.

(African Intersex Movement 2017, s.p., 2019, s.p., 2023, s.p.; Asian Intersex Move-
ment 2018, p. 3; International Intersex Forum 2013, s.p.; Intersex Asia 2023, p. 9)

An international working group coordinated by GATE (2014, 2017) contributes detailed
suggestions for modifying intersex-related diagnostic codes in the ICD-10, International
Classification of Diseases 10th Revision (WHO [1990] 2019).

The UN (2019) and the European Parliament (2019) mention the need for modifying
diagnostic codes.

In the reviewed activist declarations and human rights documents, I observed a critical
discussion on diagnostic practices and classifications that is in line with the sociology of
diagnosis framework without mentioning this perspective explicitly.

3.2.3. Depathologization Perspective

Over the last 15 years, the depathologization perspective has achieved an increasing rel-
evance in trans activism and studies, aimed at questioning dynamics of pathologization and
psychopathologization (Suess-Schwend 2014, 2020, 2022, 2023; Suess-Schwend et al. 2014).

Pathologization can be understood as the conceptualization of bodily charac-
teristics, habits, practices, gestures, people and groups of people as mentally
disordered, ill, abnormal or malformed. The demand for depathologization is
a response to multiple forms of pathologization of trans and intersex people in
different social fields, including social, familial, educational, academic, labor,
clinical and legal contexts.

(Suess-Schwend 2020, p. 800)

In the field of intersex studies, intersex activism, and intersex-related human rights
documents, an increased use of the concepts of pathologization and depathologization can
be observed.

A broad range of the reviewed authors use the concept ‘pathologization” or related
verbal forms to question intersex-related medical terminologies, diagnostic classifications,
and clinical discourses and practices. Some of the reviewed activist declarations also refer
to ‘pathologization’ or related verbal forms in relation to intersex bodies and terminology
use. Several of the reviewed human rights documents include the term “pathologization” or
related verbal forms in reference to current conceptualizations of intersex bodies, language
use, diagnostic codes, and medical practices (see Note 14).

Some of the reviewed authors also use the concept ‘depathologization” or related
verbal forms and terms (such as ‘non-pathologization’) to refer to intersex people and
narratives (see Note 29). In the anthology ‘Inter*Pride’, Cabral Grinspan (2022) contributes
an extensive reflection on intersex depathologization in a chapter titled ‘Advancing Intersex
Depathologization—Die Entpathologisierung von Intergeschlechtlichkeit voranbringen’
(p. 161). Bastien-Charlebois and Guillot (2018) highlight that “[s]ince its establishment
in the early 1990s the intersex movement has been attempting to enforce the respect for
intersex children’s human rights to physical integrity and self-determination, as well as
the non-pathologization of intersexuality” (p. 257). I refer to the “depathologization and
human rights perspective” (Suess-Schwend 2022, p. 92).

Several of the reviewed activist declarations demand the depathologization of medical
guidelines, protocols, and classifications, training from depathologizing and human rights
perspectives, and non-pathologizing psycho-social and peer support (see Note 29).
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All training should be provided from a depathologizing and human rights perspective.
(First European Intersex Community Event 2017, s.p.)

In view of ensuring the bodily integrity and well-being of intersex people, au-
tonomous non-pathologising psycho-social and peer support be available to
intersex people throughout their life (as self-required), as well as to parents
and/or care providers.

(African Intersex Movement 2017, s.p., 2019, s.p., 2023, s.p.; Asian Intersex Move-
ment 2018, p. 4; International Intersex Forum 2013, s.p.)

Furthermore, they claim “supportive, safe and celebratory environments” (Asian
Intersex Movement 2018, p. 4; International Intersex Forum 2011, s.p., 2012, s.p., 2013,
s.p.; Intersex Asia 2023, p. 11). Other activist groups also demand a depathologization of
intersex bodies (Iranti-org 2016; OII Europe 2023). For the Intersex Awareness Day 2023,
OII Europe (2023) launched a campaign titled “Depath Intersex. Depathologize Intersex”,
including a detailed description of different aspects related to depathologization, under the
following objective: “we want to help people gain an understanding of what pathologizing
intersex means, why it has to stop and how we can start depathologizing intersex” (s.p.).

Several of the reviewed human rights documents refer to the term ‘depathologization’
and related verbal forms (see Note 29). Among others, the European Parliament resolution
(2019) “calls on the Member States to ensure the depathologisation of intersex people”
(s.p.), and the UN Background Note refers to the “need to depathologize intersex traits,
and bodily diversity in general” (UN 2019, p. 57).

I found an expanding use of the terms pathologization and depathologization in
all three reviewed knowledge fields. The increasing relevance of the depathologization
perspective within intersex-related discourses may provide an opportunity for a dialogue
with other knowledge fields that analyze dynamics of pathologization, such as trans studies,
disabilities/crip studies, or mad studies.

3.2.4. Respectful Health Care Approaches

At the same time as questioning pathologizing medical models, the reviewed academic,
activist and human rights documents refer to the right to health (see Note 22) and health
needs (see Note 23) of intersex people.

The reviewed authors from the field of intersex studies identify barriers in accessing
health care, especially for older intersex people (Berry and Monro 2022; Crocetti et al.
2020b, [2023] 2024), recommending the provision of appropriate health care across the
lifespan, as well as access to psychosocial and peer support (see Note 24). Some of the
reviewed authors contribute proposals for a “Human Rights-Based Intersex Healthcare”
(Roen et al. 2023, p. 1), “humanistic healthcare approach” (Meoded Danon and Schweizer
2020, p. 441), “[a]gency-based approaches” (Crocetti et al. 2020b, p. 500), and “a trauma-
informed approach to care” (Haghighat et al. 2023, p. 1), highlighting the relevance of
professional training (see Note 25).

Several of the reviewed intersex activist declarations demand access to necessary and
appropriate health care, social services, psychosocial and peer support (see Note 24), as well
as training opportunities for health professionals (see Note 25). Two of the reviewed activist
declarations underline the relevance of “universal health coverage’ (GATE et al. 2019, s.p.;
Intersex Asia 2023, p. 6). Furthermore, the Darlington Statement proposes “the implementa-
tion of advisory bodies to develop human rights-based, lifetime, intersex standards of care
with full and meaningful participation by intersex community representatives and human
rights institutions” and “the implementation of adequate clinical transition pathways from
paediatric to adult services” (Australian and Aotearoa/New Zealand Intersex Community
Organisations 2017, s.p.; bold removed).

The reviewed human rights documents mention the importance of an access to health
care, including psychosocial and peer support (see Note 24), and training of health pro-
fessionals (see Note 25), as well as the implementation of a “holistic and patient-centred
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”

approach” (CoE 2017, s.p.), and the elaboration of “comprehensive healthcare protocols
(TACHR 2020, s.p.). The Inter-American Commission on Human Rights calls on providing
“access to support as well as to medical services that respond to their specific health needs
and are based on non-discrimination, informed consent and respect for their fundamental
rights” (IACHR 2016, s.p.).

The three reviewed knowledge fields contribute proposals for respectful health care
approaches that may open the way towards future clinical practices based on the recognition
of the right to bodily integrity, the ban of non-consensual surgeries and other treatments,
and the relevance of respectful and non-discriminatory communication.

3.3. Reflections on Epistemological, Methodological, and Ethical Aspects

In several previous publications, I reviewed epistemological, methodological, and
ethical reflections in intersex studies and activism (Suess-Schwend 2014, 2020, 2022, 2023).
In these previous publications, as well as in the current literature review, I identified
reflections on epistemic injustice as a central issue both in academic publications and
academic-activist recommendation documents, including suggestions for working towards
epistemic justice, such as practices of reflexivity, collaborative research methodologies,
and human rights-based ethics. The reviewed human rights documents do not provide
recommendations related to research, apart from mentioning the need for further research
on the human rights situation of intersex people (CoE 2013, 2015) and the request for a
report “examining in detail discriminatory laws and policies, acts of violence and harmful
practices against persons with innate variations in sex characteristics, in all regions of the
world, and their root causes, and also examining best practices” (UN 2024, par. 1).

Fricker (2007) provides a detailed analysis of the concept of “epistemic injustice”, differ-
entiating between two forms of epistemic injustice, “testimonial injustice” and “hermeneu-
tical injustice” (p. 1), and describing examples in diverse social contexts. According to her
analysis, “[t]estimonial injustice occurs when prejudice causes a hearer to give a deflated
level of credibility to a speaker’s word; hermeneutical injustice occurs at a prior stage, when
a gap in collective interpretive resources puts someone at an unfair disadvantage when
it comes to making sense of their social experiences” (p. 1). Fricker (2007) also indicates
the possibility of working towards “testimonial justice” (p. 92) and “hermeneutical justice”
(p. 174).

Regarding epistemology of knowledge, Sedgwick (1994) highlights that “ignorance
is ignorance of a knowledge” and “ignorances (...) are produced by and correspond
to particular knowledges and circulate as part of particular regimes of truth” (p. 25).
According to Tuana (2004), “[a]n important aspect of an epistemology of ignorance is the
realization that ignorance should not be theorised as a simple omission or gap but is, in
many cases, an active production” (p. 195).

In the field of intersex studies, several of the reviewed authors denounce dynamics of
epistemic injustice and epistemology of ignorance that intersex people are exposed to in
clinical practices, policy making, and research (Bastien-Charlebois 2016, 2017, 2019; Cabral
Grinspan and Benzur 2005; Merrick [2017] 2019; van Heesch [2009] 2016).

Merrick ([2017] 2019) analyzes “the 2005 Consensus Conference as a failed attempt to
extend epistemic justice to intersex patients and advocacy groups” (p. 3).

Based on the question “Can Intersex subjects reflect (upon themselves)?” (s.p.), Bastien-
Charlebois (2017) reviews the impact of testimonial and hermeneutical injustice on the
political subjectivation of intersex people, and their opportunities to emerge as “sujet-
acteur” (“subject-actor”, s.p.). In another publication, Bastien-Charlebois (2016) analyzes,
with reference to the concept “epistemic injustice,” “[h]Jow medical discourse dehumanizes
intersex people,” identifying as forms “[i|nstituting absence of participation by intersex
people”, “[t]reating intersex people as mere sources of information” and “[t]reating intersex
people’s voices to a range of dismissive comments” (s.p.).
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Referring to Miranda Fricker, Carpenter (2016) stresses that “[f]or intersex people,
this hermeneutical injustice arises in two distinct ways: through clinical secrecy and
terminology, and through societal discourse on identity” (p. 79).

Several authors reflect on the ambivalence of the testimonial role that intersex peo-
ple are associated with. Bastien-Charlebois (2019) highlights the relevance and lack of
recognition of “first person accounts” (p. 78) by medical practitioners.

Each have different outlooks on first person accounts and value them differ-
ently. Medical practitioners mainly invalidate them as “anecdotal”, human rights
specialists considers each instance as relevant when examining human rights
violations, and legislators often hesitate between medical authority and human
rights obligations.

(Bastien-Charlebois 2019, p. 78)

Cabral Grinspan (in Cabral Grinspan and Benzur 2005) refers to the ambivalence of
the testimony role for intersex people, for being considered “pacientes, es decir, sujetos de
una tradicional escucha menguada, mutilada” (“patients, this is, subjects of a traditional
diminished, mutilated listening”, p. 298).

Cabral Grinspan (2009) also identifies another dimension of discursive exclusion:
the identification of intersex experiences with narratives in English and from the Global
North. The anthology ‘Interdicciones’, edited by Cabral Grinspan (2009) with contributions
in Spanish and Portuguese, most of them from the Global South, aims at producing an
“inversion geopolitica” (“geopolitical inversion”, p. 6).

In relation to the concept of epistemology of ignorance, van Heesch ([2009] 2016) de-
scribes experiences of withholding information about diagnoses and surgical interventions
from intersex people.

From intersex academic—activist perspectives, several recommendation documents
contribute suggestions for overcoming epistemic injustice and epistemology of ignorance,
especially highlighting the need for reflexivity and awareness of the own positionality and
motivation for researching intersex-related issues, as well as providing methodological
suggestions.

In ‘Suggested Guidelines for Non-Intersex Individuals Writing about Intersexuality
and Intersex People’, Koyama (2002) mentions various recommendations aimed at avoiding
epistemic injustice, among them:

I Recognize that you are not the experts about intersex people, intersexuality, or what
it means to be intersexed; intersex people are. (...)

I Critically approach writings by non-intersex ‘experts’ such as doctors, scientists, and
academics about intersexuality or intersex people if you decide to quote or cite them.
()

I Do not write about intersex existence or the concept of intersexuality without talking
about the lives and experiences of intersex people as well as issues they face. (...)

IV Do not judge the politics and narratives of intersex people or movement based on
how useful they are to your political agenda (or agendas). (.. .)

(Koyama 2002, p. 1)

In their recommendations for respectful intersex-related research, REFRI, Réseau
francophone de recherche sur I'intersexuation (2020) invites researchers to critically review
their own motivation to research intersex-related topics: “Pourquoi je me suis intéressé-e a
ce sujet? Quel rapport (ou non) avec mon vécu personnel? Qu’est-ce qui m’a attiré vers
la question inter?” (“Why am I interested in this topic? What does this have to do (or not)
with my personal experience? What drew me to the intersex issue?”, s.p.). Furthermore,
the REFRI recommendations suggest that researchers avoid pathologizing and stigmatizing
terminologies, inform themselves about the demands of intersex associations, avoid the
exoticization of intersex people, and: “Penser a inverser le regard: ne pas étudier seulement
les intersexués comme objet mais objective les dominants: médicins, psys, etc.” (“Think
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about reversing the focus: don’t just study intersex people as objects, but objectivize the
dominant ones: medics, psys, etc.”, REFRI 2020, s.p.; bold removed).

The Darlington Statement highlights the importance of “community input” and refers
to the need for avoiding medical photography of children with intersex variations (Aus-
tralian and Aotearoa/New Zealand Intersex Community Organisations 2017, s.p.).

In a recommendation document published by Intersex Human Rights Australia, Car-
penter ([2012] 2023) calls for “community-based participatory research”, ensuring “the
survey is relevant and meaningful”, “accessible” and “trauma-informed” (s.p.).

In the same document, recommendations are provided regarding inclusive sex/gender
categories in quantitative research, aimed at avoiding a misrepresentation of intersex people,
such as “supporting multiple choice answers for questions on sex or gender”, “[a]n open field
for gender” and “[s]eparating intersex from a question on sex and/or gender” (Carpenter
[2012] 2023, s.p.).

Based on previous ethical recommendations, I constructed principles for an “ethics of
depathologization”, “as a work in process concept open to further developments” (Suess-
Schwend 2022, p. 111), including principles related to epistemic justice and reflexivity. I
understand “[e]thics of depathologization” “as a research practice based on the depatholo-
gization and human rights perspective, developed in the field of trans and intersex studies,
but applicable to different research topics, knowledge fields and situation of structural
violence and epistemic injustice” (Suess-Schwend 2022, p. 111).

Koyama (2002) closes the ‘Suggested Guidelines’ with a call for political commitment:
“No writings about intersexuality or intersex people should make light of the immediate
crisis: five children are being mutilated every day in the United States alone. Think about
what you can do to help stop that” (p. 2).

The contribution of broad epistemological, methodological, and ethical reflections
and recommendations in intersex studies raises the question about how to enhance their
application in intersex-related research and other research fields.

3.4. Limitations and Future Research Interests

This literature review aims at providing a general panoramic view about epistemo-
logical perspectives in intersex studies, intersex activism, and human rights documents
during the moment of writing. This strategy entails several methodological limitations.

The panoramic scope facilitates a general overview of the current discursive produc-
tion but limits an in-depth exploration of each of the mentioned themes, opening potential
areas of interest for future studies. The necessary selection of authors includes risks such as
being perceived as unfair or biased.

I conducted the review from the understanding of intersex studies as a critical field
of knowledge that questions dominant clinical, legal, and social practices. My decision to
focus on critical discourses informs necessarily both the scoping and narrative review.

The scoping review conducted using Scopus is reduced to high-indexed publications,
mainly in English. I tried to balance this bias by including publications in other languages
that I identified in the previous narrative review. In future scoping reviews, additional
databases, including databases in other languages, could be included. I also limited the
comparative review of activist and human rights documents to international and regional
activist declarations, as well as selected documents of international and regional human
rights bodies (and the Yogyakarta Principles plus 10), leaving out local activist declarations
and reports, other UN treaty body documents or country-specific human rights documents.

Furthermore, the interest in focusing on epistemological perspectives relevant for
intersex studies, intersex activism, and human rights bodies entails a difficulty—the used
epistemological perspectives or framing strategies are often not explicitly mentioned.

The literature review on epistemological perspectives in intersex studies presented in
this paper also allows for the identification of potential future research interests.

In the reviewed literature, I found several analyses on the history of intersex activism,
focusing frequently on the history of US-based intersex activism (Davis 2015; Karkazis 2008;
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Rubin 2017, 2019), but also including the history of intersex activism in other countries
and continents (Astraea Lesbian Foundation for Justice 2016; Haller et al. 2022; von Wahl
2021). It could be interesting to analyze the historical and political contexts in which
contemporary intersex studies has emerged in different world regions and how these
contexts have informed epistemological perspectives.

As mentioned above, for this paper I selected some of the epistemological perspec-
tives identified in the literature review, leaving other relevant themes out, among them
theories on embodiment, sex/gender non binarism and bodily diversity, disability / crip
theories, reflections on social inequities, intersectionalities and social justice, or educa-
tional perspectives. A review of these epistemological perspectives could be developed in
future publications.

Some of the reviewed authors analyze intersex studies and activism in relation to other
knowledge fields, including a comparison between dynamics of medicalization related to
intersex and trans people (Davis et al. 2016), intersex and deaf people (Kirjava 2022), or crip
and intersex discourses (Orr 2022). Based on these previous analyses, a future project could
focus on comparing epistemological reflections in different knowledge fields and activist
discourses related to the experiences of dynamics of medicalization, pathologization, and
epistemic injustice in clinical and research contexts.

4. Conclusions

The literature review presented in this paper aims at reviewing epistemological perspec-
tives in intersex studies, intersex activism, and intersex-related human rights documents.

Reviewing the field of intersex studies, intersex activism, and intersex-related human
rights documents throughout more than a decade by means of a work-in-progress project, I
became aware of the expanding knowledge production in the mentioned fields. I constantly
observe the publication of new contributions in the academic, activist, and human rights
field. During the review process of this paper, the first UN resolution on intersex rights
was passed (UN 2024). This process may indicate a move from a situation of invisibility
and hermeneutical injustice towards a moment in which “[t]he conditions necessary for the
appearance of an object of discourse” (Foucault [1969] 1972, p. 44) seem to emerge in the
public sphere. At the same time, it is important to be aware of the continued human rights
violations intersex people face, as well as backlashes and new threats.

From the positionality as an ally of intersex activism, I would like to stress the aware-
ness of the specific ethico-political responsibility of portraying these multiple and expand-
ing fields.

The literature review shows a tight relationship between the discourses contributed
by intersex studies, intersex activism, and human rights bodies, especially regarding
human rights frameworks. The discussion includes a review of human rights-based frames
and their applicability for activism and policy making. In this sense, the reflections on
epistemological perspectives in intersex studies are not limited to the academic field but
can be related to strategies in intersex activism and human rights bodies. At the same
time, in some specific topics, I identified differentiated priorities and terminology uses
between academia on the one hand, and activism and human rights bodies on the other
hand, including self-reflexive thoughts in academic contributions regarding the potential
impact of these differences. An ongoing dialogue between the three fields could contribute
to supporting socially committed and human rights-based knowledge production.

As indicated above, other knowledge fields mention the development of specific
epistemologies in their fields, raising the question: Can we talk about specific intersex
epistemologies in the field of intersex studies and activism?

I can observe an application of already existing frameworks to the field of intersex
studies and/or intersex activism, such as reflections on human rights, biopolitics, medical-
ization, iatrogenesis, and epistemic injustice. At the same time, the experience of human
rights violations and pathologization of intersex bodies raises specific epistemological
reflections on the right to bodily integrity, protection from harmful practices, and de-
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pathologization that can be considered as specific contributions of intersex studies and
activism—perhaps shared with other knowledge fields constituted by an experience of
human rights violations in clinical and research contexts.

I'would like to finish by highlighting the importance of engaging in a discussion about
how reflections on epistemologies and theory making in intersex studies can contribute
to political action, and the role of academic—activist authors in this process, aimed at
identifying and developing framing strategies to support the protection of the human
rights of intersex people and research practices based on epistemic justice.
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Notes

1

“Intersex individuals are born with sex characteristics (sexual anatomy, reproductive organs, hormonal structure and/or levels
and/or chromosomal patterns) that do not fit the typical definition of male or female” (Ghattas 2019, p. 6).

“Intersex people are born with physical sex characteristics (such as sexual anatomy, reproductive organs, hormonal patterns
and/or chromosomal patterns) that do not fit typical definitions for male or female bodies” (UN 2019, p. 4).

According to The Yogyakarta Principles plus 10 (YP+10 2017), the term “’sex characteristics’” refers to “each person’s physical
features relating to sex, including genitalia and other sexual and reproductive anatomy, chromosomes, hormones, and secondary
physical features emerging from puberty” (p. 6).

I'have published reflections on epistemological, methodological, and ethical reflections in intersex and trans studies since 2011,
including my PhD thesis. In order to reduce self-citation, in this paper I only refer to some selected recent publications that
include references to previous works.

Framing of intersex-related medical interventions as ‘human rights violations’, or related terms in the reviewed academic
publications (Baird 2021, p. 372; Bastien-Charlebois 2017, s.p.; Cabral Grinspan and Carpenter 2018, p. 183; Carpenter 2020,
p- 13; Ghattas 2013, p. 7; Hart and Shakespeare-Finch 2022, p. 912; Machado 2008, p. 36; Smith and Hegarty 2021, p. 548;
Suess-Schwend 2023, p. 31), activist declarations (Asian Intersex Movement 2018, p. 2; Australian and Aotearoa/New Zealand
Intersex Community Organisations 2017, s.p.; Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018, s.p.;
European Intersex Meeting 2014, s.p.; Intersex Asia 2023, p. 10), and human rights documents (ACHPR 2023, s.p.; CoE 2015, p. 10;
EC 2012, p. 83; European Parliament 2019, para. B; FRA 2015, p. 5; IACHR 2015, p. 114, 2016, s.p.; UN 2016, s.p., 2017, p. 1, 2019,
title, 2023, p. 1). The page indication corresponds to the first mention in the text, idem in the following notes.

Framing of intersex-related medical interventions as ‘harmful practices’, or related terms (among others ‘harmful cultural
practices’, ‘harmful social and cultural practices’, or harmful medical practices’) in the reviewed academic publications (Baird
2021, p. 372; Bauer et al. 2020, pp. 724, 735; Cabral Grinspan and Carpenter 2018, p. 191; Carpenter 2016, p. 74, 2018a, p. 205, 2020,
p- 14; Swarr 2023, pp. 145, 149), activist declarations (Australian and Aotearoa/New Zealand Intersex Community Organisations
2017, s.p.; Intersex Asia 2023, p. 3; International Intersex Forum 2014, p. 1) and human rights documents (ACHPR 2023, preamble;
TACHR 2016, s.p.; UN 2016, s.p., 2017, p. 1, 2019, p. 2, 2024, p. 2).

Framing of intersex-related medical interventions as ‘normalizing’, or related terms in the reviewed academic publications
(Ammaturo 2016b, p. 591; Cabral Grinspan 2006, p. 59; Cabral Grinspan and Benzur 2005, p. 289; Cabral Grinspan and Carpenter
2018, p. 186; Crocetti et al. 2020b, p. 500; Cuadra et al. 2022, p. 1; Davidian [2011] 2013, c.a.; Dreger 2018, c.a.; Garcia Lopez
2015, p. 57, 2018, p. 244; Ghattas 2013, p. 35; Horowicz 2017, p. 183; Machado 2008, p. 31; Meoded Danon and Schweizer 2020,
p- 1562; Pikramenou 2019, b.a.; Reis-Dennis and Reis 2017, p. 826; Swarr 2023, p. 140), activist declarations (African Intersex
Movement 2017, 2019, 2023, s.p.; Asian Intersex Movement 2018, pp. 2, 3; Intersex Asia 2023, p. 9; International Intersex Forum
2011, s.p., 2012, s.p., 2013, s.p.) and human rights documents (ACHPR 2023, preamble; CoE 2015, p. 9, 2017, para. 7.1.1.; European
Parliament 2019, para. 2; FRA 2015, p. 1; IACHR 2015, p. 114; UN 2019, p. 22). The abbreviation c.a. refers to chapter abstract and
b.a. to book abstract listed in Scopus, idem in the following notes.
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Framing of intersex-related medical interventions as ‘non-consensual’, ‘involuntary, ‘forced’, ‘coercive’, or related terms in the
reviewed academic publications (Bastien-Charlebois 2017, s.p.; Bauer et al. 2020, p. 730; Carpenter 2018b, p. 487; Duggan and
McNamara 2021, p. 272; Harper 2020, b.a.; Hart and Shakespeare-Finch 2022, p. 883; Tosh 2019, b.a.; Suess-Schwend 2014, p. 134,
2020, p. 799, 2023, p. 26), activist declarations (European Intersex Meeting 2014, s.p.; Intersex Asia 2023, p. 4), and human rights
documents (ACHPR 2023, preamble; UN 2019, p. 6).

Framing of intersex-related medical interventions as ‘medically unnecessary’, or related terms in the reviewed academic
publications (Bastien-Charlebois 2017, s.p.; Hart and Shakespeare-Finch 2022, p. 883; Swarr 2023, p. 18), activist declarations
(Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018, s.p.; First European Intersex Community Event
2017, s.p.; Intersex Asia 2023, p. 4), and human rights documents (ACHPR 2023, preamble; CoE 2013, s.p., 2015, p. 9, 2017, para.
7.1.1; European Parliament 2019, para. 6; FRA 2015, p. 5; IACHR 2015, pp. 116-18, 2023, s.p.; UN 2016, s.p., 2017, p. 1, 2024, p. 2,
preamble).

Framing of intersex-related medical interventions as ‘intersex genital mutilation’, or related terms (among others ‘genital
mutilation’, “infant genital mutilation’, or ‘genital cutting’) in the reviewed academic publications (Baird 2021, p. 372; Bauer et al.
2020, p. 726; Cabral Grinspan 2006, p. 59; Cabral Grinspan and Benzur 2005, p. 293; Davidian [2011] 2013, c.a.; Garcia Lopez
2015, p. 54, 2018, p. 236, Guillot 2018, c.a.; Machado 2008, p. 26; Rubin 2019, c.a.; Suess-Schwend 2022, p. 97; Svoboda 2013,
p- 237; Swarr 2023, p. 136; Winter Pereira 2022, p. 181), activist declarations (First European Intersex Community Event 2017, s.p.;
International Intersex Forum 2014, p. 1; Intersex Asia 2023, p. 13), and human rights documents (CoE 2015, pp. 16, 31; European
Parliament 2019, para. D, L; FRA 2015, s.p.; IACHR 2015, p. 116; UN 2019, p. 17).

Framing of intersex-related medical interventions as ‘cruel, inhuman and degrading treatment’, or related terms in the reviewed
academic publications (Bauer et al. 2020, p. 724; Garcia Lopez 2015, p. 68), activist declarations (European Intersex Meeting 2014,
s.p.; First European Intersex Community Event 2017, s.p.), and human rights documents (CoE 2015, p. 25; UN 2019, p. 9).

If not indicated otherwise, translations into English are mine.

Use of the concept ‘discrimination’, or related terms in the reviewed academic publications (Amos et al. 2022, p. 833; Cabral
Grinspan and Carpenter 2018, p. 184; Ghattas 2013, p. 7; Husakouskaya 2013, p. 10; Mestre Martinez 2022, p. 1; Sampaio Oliveira
Lima et al. 2019, c.a.; Sperling 2021, p. 584; Suess-Schwend 2020, pp. 799, 803, 2022, p. 97; Swarr 2023, p. 93), activist declarations
(Asian Intersex Movement 2018, p. 2; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017, s.p.; First
European Intersex Community Event 2017, s.p.; International Intersex Forum 2013, s.p., 2014, s.p.; Intersex Asia 2023, p. 3), and
human rights documents (ACHPR 2023, para. 5; CoE 2015, p. 7, 2017, title, paras. 4, 5; European Parliament 2019, paras. B, E,
K, 10, 11; FRA 2015, p. 1, 2020, p. 51; IACHR 2016, 2020, 2023, s.p.; UN 2016, s.p., 2017, p. 1, 2019, p. 4, 2023, p. 1, 2024, title,
preamble, para. 3; YP+10 2017, p. 10).

Use of the concept ‘pathologization’, or related verbal forms (‘pathologize’, ‘pathologized’, ‘pathologizing’, in American and
British spelling) in the reviewed academic publications (Bastien-Charlebois 2017, s.p.; Bastien-Charlebois and Guillot 2018,
pp- 258, 262; C. Jones 2022, pp. 42, 44; Carpenter 2016, pp. 77,79, 80, 2018a, pp. 205-8; Crocetti et al. 2020b, p. 500, 506, 507; Eckert
[2009] 2016, 2017, b.a.; Garcia Lopez 2015, p. 61; Ghattas 2013, p. 14; Hart and Shakespeare-Finch 2022, p. 912; Jenkins and Short
2017, p. 91; Kehrer and Balocchi 2022, p. 98; Kirjava 2022, p. 1, 4; Machado 2008, p. 16; Malatino 2013, p. 241; Meoded Danon
2018, p. 569; Meoded Danon and Schweizer 2020, p. 441; Monro et al. 2021, pp. 433, 435; O’Brien 2015, pp. 11, 16; Rubin 2021,
p- 987; Sperling 2021, p. 584; Suess-Schwend 2020, p. 799, 2022, pp. 93, 97, 2023, p. 32; Swarr 2023, p. 2; Topp 2013, p. 180),
activist declarations (Australian and Aotearoa/New Zealand Intersex Community Organisations 2017, s.p.; Conferencia Regional
Latinoamericana y del Caribe de Personas Intersex 2018, s.p.; First European Intersex Community Event 2017, s.p.), and human
rights documents (CoE 2015, pp. 9, 23; EC 2012, pp. 5, 15; European Parliament 2019, para. 7, 8; FRA 2015, p. 2, 2020, pp. 52, 53;
TACHR 2015, pp. 118-19, 2016, s.p.; UN 2016, s.p., 2019, pp. 4, 52).

Use of the concept ‘violence’, or related terms (among others ‘family violence’, ‘domestic violence’, ‘gender-based violence’,
‘interphobic violence’, ‘medical violence’, ‘institutional violence’, ‘social and systemic violence’, or ‘sexual violence’) in the
reviewed academic publications (Bauer et al. 2020, p. 730; C. Jones 2022, p. 39; Cabral Grinspan and Carpenter 2018, p. 186;
Garcia Lopez 2015, p. 67, 2018, p. 236; Ghattas 2013, p. 7; Mestre Martinez 2022, p. 1; Pikramenou 2020, p. 62; Rubin 2021, p. 987;
Sampaio Oliveira Lima et al. 2019, c.a.; Suess-Schwend 2020, p. 803, 2022, p, 97; Swarr 2023, p. 4; Tosh 2019, c.a.; Winter Pereira
2022, pp. 182, 185), activist declarations (Intersex Asia 2023, p. 3, 10), and human rights documents (CoE 2015, p. 44; European
Parliament 2019, paras. B, E; FRA 2020, p. 51; IACHR 2015, p.114, 2016, s.p., 2020, s.p., 2023, s.p.; UN 2016, s.p., 2017, p. 2, 2019,
p-5,2023, p. 1, 2024, title, preamble, paras. 1-3).

Use of the concepts ‘infanticide’, “honor killings’, or related terms in the reviewed academic publications (Carpenter and Jordens
2022, p. 110; Ghattas 2013, p. 42; Machado 2008, p. 30; Suess-Schwend 2020, p. 803; 2022, p. 97; Swarr 2023, p. 145), activist
declarations (African Intersex Movement 2017, s.p., 2019, s.p., 2023, s.p.; Asian Intersex Movement 2018, p. 5; Intersex Asia 2023,
pp- 9, 10; International Intersex Forum 2011, s.p., 2012, s.p., 2013, s.p.), and human rights documents (ACHPR 2023, preamble;
UN 2019, p. 4,2023, p. 1).

Use of the concept ‘sterilization’, or related terms in the reviewed academic publications (Bauer et al. 2020, p. 730; Cabral
Grinspan and Carpenter 2018, p. 187; Ghattas 2013, p. 36; Suess-Schwend 2014, p. 134, 2020, p. 803, 2022, p. 97; Swarr 2023,
p- 140), activist declarations (African Intersex Movement 2017, s.p., 2019, s.p., 2023, s.p.; Asian Intersex Movement 2018, p. 3;
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20

21

22

23

24

25

26

International Intersex Forum 2013, s.p.), and human rights documents (ACHPR 2023, para. 2; CoE 2015, p. 9, 2017, para. 7.1.1,;
FRA 2015, p. 5; IACHR 2015, pp. 114-15, 2016, s.p., 2020, 5.p., 2023, s.p.; UN 2016, s.p., 2017, p. 2, 2019, p. 6).

Use of the concepts ‘prenatal implementation diagnosis’, ‘prenatal interventions’, or related terms in the reviewed academic
publications (Jenkins and Short 2017, p. 95; Orr 2019, c.a.; Suess-Schwend 2014, p. 134, 2020, p. 803), activist declarations (Asian
Intersex Movement 2018, p. 3; International Intersex Forum 2013, s.p.; Intersex Asia 2023, p. 9; International Intersex Forum 2011,
s.p., 2012, s.p.), and human rights documents (CoE 2015, p. 30; UN 2019, p. 31).

Use of the concept ‘bodily integrity’, ‘physical integrity’, or related terms in the reviewed academic publications (Ammaturo
2016b, p. 591; Bauer et al. 2020, pp. 729-31; Bastien-Charlebois and Guillot 2018, c.a.; Cabral Grinspan and Carpenter 2018, p. 192;
Carpenter 2016, p. 77, 2018a, p. 205, 2018b, p. 487, 2020, p. 516; Crocetti et al. 2020a, p. 943; Garcia Lopez 2015, p. 68, 2018,
p- 236; Ghattas 2013, p. 34; Hegarty et al. 2021, p. 25; Lewis 2022, p. 255; Machado 2008, p. 36; Pikramenou 2019, b.a.; Rajam
and Banerjee 2022, p. 130; Suess-Schwend 2014, p. 134, 2023, p. 26; Swarr 2023, p. 140), activist declarations (African Intersex
Movement 2017, s.p., 2019, s.p., 2023, s.p.; Asian Intersex Movement 2018, p. 2; Australian and Aotearoa/New Zealand Intersex
Community Organisations 2017, s.p.; European Intersex Meeting 2014, s.p.; First European Intersex Community Event 2017, s.p.;
International Intersex Forum 2011, s.p., 2012, s.p., 2013, s.p.; Intersex Asia 2023, p. 4), and human rights documents (ACHPR
2023, para. 2; CoE 2013, s.p., 2015, pp. 7, 14; EC 2012, pp. 17, 71; European Parliament 2019, para. 6; FRA 2015, p. 5; IACHR 2020,
s.p., 2023, 5.p.; UN 2017, p. 1, 2019, pp. 4, 15,2023, p. 1; YP+10 2017, p. 10).

Use of the concepts ‘bodily autonomy’, “physical autonomy’, or related terms in the reviewed academic publications (Carpenter
2016, p. 74, 2020, p. 516; Carpenter and Jordens 2022, p. 121; Crocetti et al. 2020a, p. 943; Garcia Lopez 2015, p. 62; Lewis 2022,
p- 255; lisahunter et al. 2022, p. 1047; Machado 2008, p. 37; Meoded Danon 2018, p. 569; Meoded Danon and Schweizer 2020,
p- 441; Suess-Schwend 2014, p. 134; Svoboda 2013, p. 237; Swarr 2023, p. 140), activist declarations (African Intersex Movement
2017, s.p., 2019, s.p., 2023, s.p.; Asian Intersex Movement 2018, p. 2; Australian and Aotearoa/New Zealand Intersex Community
Organisations 2017, s.p.; First European Intersex Community Event 2017, s.p.; International Intersex Forum 2013, s.p.; Intersex
Asia 2023, p. 4), and human rights documents (ACHPR 2023, para. 2; CoE 2013, s.p., 2015, p. 31, 2017, para. 7.1.; European
Parliament 2019, para. 6; IACHR 2016, s.p.; UN 2019, p. 21, 2023, p. 1; YP+10 2017, p. 10).

Use of the concept ‘self-determination’, or related terms in the reviewed academic publications (Bastien-Charlebois and Guillot
2018, c.a.; Cabral Grinspan and Carpenter 2018, p. 192; Carpenter 2016, p. 77, 2018b, p. 487; Carpenter and Jordens 2022, p. 121;
Crocetti et al. 2020a, p. 943; Ghattas 2013, p. 45; Hegarty et al. 2021; Pikramenou 2019, b.a.; Schotel and Miigge 2021, p. 981;
Suess-Schwend 2014, p. 134; Swarr 2023, p. 140; Woweries 2018, b.a.), activist declarations (African Intersex Movement 2017, 2019,
2023, s.p.; Asian Intersex Movement 2018, p. 2; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017,
s.p.; First European Intersex Community Event 2017, s.p.; International Intersex Forum 2011, s.p., 2012, s.p., 2013, s.p.; Intersex
Asia 2023, p. 9), and human rights documents (ACHPR 2023, para. 2; CoE 2013, s.p., 2015, p. 9, 2017, paras. 7.1.2.,7.3.2.; EC 2012,
p- 71; European Parliament 2019, paras. J, 6, 9; UN 2019, p. 35; YP+10 2017, p. 10).

Mention of the ‘right to health’, or related terms in the reviewed academic publications (Bauer et al. 2020, p. 730; Swarr 2023,
p- 85), activist declarations (Asian Intersex Movement 2018, p. 2; GATE et al. 2019, s.p.), and human rights documents (CoE 2015,
p- 25; European Parliament 2019, para. 7; IACHR 2016, s.p., 2020, s.p.; UN 2017, p. 1, 2019, pp. 12, 59, 2023, p. 1, 2024, p. 2).
Mention of ‘health needs’, or related terms in the reviewed academic publications (Berry and Monro 2022, p. 51; Crocetti et al.
2020b, p. 500, [2023] 2024, p. 332; lisahunter et al. 2022, p. 1047), activist declarations (Asian Intersex Movement 2018, p. 4;
Australian and Aotearoa/New Zealand Intersex Community Organisations 2017, s.p.; First European Intersex Community Event
2017, s.p.; GATE et al. 2019, s.p.; Intersex Asia 2023, p. 6) and human rights documents (ACHPR 2023, s.p.; FRA 2020, p. 52; UN
2016, s.p., 2017, pp. 2, 3, 2019, p. 29, 2023, pp. 6, 12).

Mention of ‘access to health care’, “access to social services’, “access to psychosocial and peer support’, or related terms in the
reviewed academic publications (Amos et al. 2022, p. 833; Gregori Flor et al. 2018, p. 1; Hart and Shakespeare-Finch 2022,
p- 912; Swarr 2023, pp. 77, 136), activist declarations (African Intersex Movement 2017, s.p., 2019, s.p., 2023, s.p.; Asian Intersex
Movement 2018, p. 4; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017, s.p.; First European
Intersex Community Event 2017, s.p.; GATE et al. 2019, s.p.; International Intersex Forum 2012, s.p., 2013, s.p.), and human rights
documents (CoE 2015, pp. 9, 43, 2017, para. 7.1.4.; IACHR 2016, s.p.; UN 2016, s.p., 2017, p. 1, 2019, pp. 29, 60, 2023, p. 2).
Mention of the relevance of training for health professionals in the reviewed academic publications (Haghighat et al. 2023, p. 1;
Meoded Danon and Schweizer 2020, p. 4; Swarr 2023, p. 140), activist declarations (African Intersex Movement 2017, s.p., 2019,
s.p., 2023, s.p.; Asian Intersex Movement 2018, s.p.; Conferencia Regional Latinoamericana y del Caribe de Personas Intersex
2018, s.p.; First European Intersex Community Event 2017, s.p.; Intersex Asia 2023, p. 6; International Intersex Forum 2012, s.p.;
Intersex Asia 2023, p. 9), and human rights documents (ACHPR 2023, para. 7; European Parliament 2019, para. 14; IACHR 2016,
s.p., 2020, s.p.; UN 2017, p. 2, 2019, p. 57).

Mention of the ‘right to informed consent’, or related terms in the reviewed academic publications (Amos et al. 2022, p. 833;
Cabral Grinspan and Carpenter 2018, p. 187; Carpenter and Jordens 2022, p. 114; Garcia Lopez 2015, p. 61, 2018, p. 235; Ghattas
2013, p. 14; Gregori Flor et al. 2018, p. 1; Lowry 2018, p. 321; Machado 2008, p. 36; Pikramenou 2019, b.a.; Suess-Schwend 2014,
p- 134; Swarr 2023, p. 149; Woweries 2018, c.a.), activist declarations (Australian and Aotearoa/New Zealand Intersex Community
Organisations 2017, s.p.; Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018, s.p.; European Intersex
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30

31

32

33

34
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Meeting 2014, s.p.; First European Intersex Community Event 2017, s.p.; International Intersex Forum 2011, s.p., 2012, s.p.), and
human rights documents (CoE 2015, p. 8, 2017, paras. 7.1.2., 7.5.; EC 2012, p. 84; European Parliament 2019, para. D; FRA 2015,
p- 2; IACHR 2015, p. 119; IACHR 2016, s.p., 2020, s.p.; UN 2016, s.p., 2019, pp. 6, 9, 13, 2023, p. 2, 2024, preamble; YP+10 2017,
p- 15).

Mention of the ‘right to truth’, “access to information’, “access to medical records’, or related terms in the reviewed academic
publications (Carpenter 2020, p. 516; Ghattas 2013, p. 15), activist declarations (African Intersex Movement 2017, s.p., 2019,
s.p.,2023, s.p.; Asian Intersex Movement 2018, p. 5; Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018,
s.p.; First European Intersex Community Event 2017, s.p.; International Intersex Forum 2012, s.p., 2013, s.p.; Intersex Asia 2023,
p- 10), and human rights documents (ACHPR 2023, para. 9; CoE 2015, pp. 9, 25, 2017, para. 7.1.5.; European Parliament 2019,
para. 6; IACHR 2020, s.p., 2023, s.p.; UN 2016, s.p., 2019, pp. 14, 15, 2023, p. 2).

Mention of the ‘right to anti-discrimination’, and related terms in the reviewed academic publications (Bauer et al. 2020, p. 730;
Carpenter 2016, pp. 77-78, 2020, p. 516; Garland and Travis 2018, p. 587; lisahunter et al. 2022, p. 1047; Lundberg et al. 2019,
p- 354; O’Brien 2015, p. 1; Pikramenou 2019, b.a.; Suess-Schwend 2020, p. 808; Swarr 2023, p. 98; Travis 2015, p. 180), activist
declarations (ACHPR 2023, para. 5; African Intersex Movement 2017, 2019, 2023, s.p.; Asian Intersex Movement 2018, p. 2;
European Intersex Meeting 2014, s.p.; First European Intersex Community Event 2017, s.p.; Intersex Asia 2023, p. 5), and human
rights documents (CoE 2015, pp. 16, 43; UN 2016, s.p., 2019, p. 4, 2023, p. 1; YP+10 2017, p. 10).

Use of the concept ‘depathologization’, related verbal forms (‘depathologize’, ‘depathologizing’, in American and British spelling)
and related terms (such as ‘non-pathologisation’) in the reviewed academic publications (Bastien-Charlebois and Guillot 2018,
c.a.; Cabral Grinspan 2022, p. 161; Frank 2018, p. 127; Ghattas 2013, p. 11; Haghighat et al. 2023, p. 1; Suess-Schwend 2014, p. 134,
2020, pp. 799, 803, 2022, pp. 91-93, 2023, pp. 30, 32), activist declarations (African Intersex Movement 2017, s.p., 2019, s.p., 2023,
s.p.; Asian Intersex Movement 2018, pp. 3, 4; First European Intersex Community Event 2017, s.p.; International Intersex Forum
2013, s.p.; Intersex Asia 2023, p. 9), and human rights documents (European Parliament 2019, paras. 7, 8; FRA 2020, p. 52; UN
2019, p. 57).

Mention of the ‘right to access justice’, ‘reparations, redress, and compensations’, and related terms in the reviewed academic
publications (Bauer et al. 2020, p. 730; Cabral Grinspan and Carpenter 2018, p. 196; Suess-Schwend 2014, p. 134, 2020, p. 803;
Swarr 2023, p. 151; Zelayandia-Gonzélez 2023, p. 2), activist declarations (Asian Intersex Movement 2018, p. 5; Australian and
Aotearoa/New Zealand Intersex Community Organisations 2017, s.p.; First European Intersex Community Event 2017, s.p.;
International Intersex Forum 2013, s.p.; Intersex Asia 2023, p. 10), and human rights documents (ACHPR 2023, para. 10; CoE
2015, pp. 5, 8, 33,49, 2017, para. 7.5.1.; EC 2012, p. 64; European Parliament 2019, para. 10; IACHR 2020, s.p., 2023, s.p.; UN 2017,
p- 2,2019, pp. 4,42, 57,2023, p. 1, 2024, preamble; YP+10 2017, p. 15).

Use of the concept ‘best interest of the child’, and related terms in the reviewed academic publications (Baird 2021, p. 372; Garcia
Lopez 2015, p. 62; Horowicz 2017, p. 183; Paechter 2021, p. 844), and human rights documents (ACHPR 2023, para. 3; CoE 2015,
pp- 19, 20, 33; YP+10 2017, p. 10).

Geographic context of the reviewed legal analyses: Africa (Baird 2021; Botha 2018; Pikramenou 2019; Rubin 2019), Asia (Rajam
and Banerjee 2022; Pikramenou 2019), Europe (Botha 2018; Cossutta 2018; Dietz 2018; Garcia Lopez 2015, 2018; Garland and
Travis 2018, 2020a, 2020b, 2022; Garland et al. 2022; Mestre Martinez 2022; Ni Mhuirthile et al. 2022; Pikramenou 2019; Rubin
2019; Schotel and Miigge 2021; Suess-Schwend 2018; Travis 2015; von Wahl 2021), Latin America (Davidian [2011] 2013; Mestre
Martinez 2022; Pikramenou 2019; Rubin 2019), North America (Davidian [2011] 2013; Lowry 2018; Pikramenou 2019; Rubin
2019), Oceania (Carpenter 2018b; Cossutta 2018; Duggan and McNamara 2021; Garland and Travis 2018, 2022; Kennedy 2016;
Pikramenou 2019; Rubin 2019), including comparative studies (Botha 2018; Cossutta 2018; Davidian [2011] 2013; Garland and
Travis 2018, 2022; Mestre Martinez 2022; Pikramenou 2019; Rubin 2019).

Epistemological perspectives in the reviewed legal analyses: “vulnerability theory” (Garland and Travis 2018, p. 588; 2020a,
p- 298), “jurisdictional analysis” (Garland and Travis 2020a, p. 298), “legal geography” (Garland et al. 2022, p. 1), “doctrinal and
socio-legal methodology”, “analysis of bioethical arguments”, and “shared-decision-making approach” (Horowicz 2017, p. 183),
and “doctrine of informed consent” (Lowry 2018, p. 321).

Framings in the reviewed legal analyses: “legal embodiment” (Dietz 2018, p. 185), “intersex embodiment” (Garland and Travis
2018, p. 587, 2020a, p. 298, 2020b, c.a.), “intersex equality”, “formal equality”, and “substantive equality” (Garland and Travis
2018, p. 587), “scalar limitations” (Garland et al. 2022, p. 1), “social justice” (Garland and Travis 2018, p. 587), “gender justice”
(Lowry 2018, p. 321), “hospitality rules” (Cabral Grinspan and Carpenter 2018, p. 183), “biopolitica, bioética y bioderecho”,
(“biopolitics, bioethics and biolaw”, Garcia Lopez 2018, p. 224), and “perspectiva de despatologizacion y derechos humanos”
(“depathologization and human rights perspective”, Suess-Schwend 2018, p. 97).

Contributions of other citizenship theories to intersex citizenship: “children’s citizenship” (Monro et al. 2019, p. 783), “health
citizenship” (Monro et al. 2019, p. 780), “sexual citizenship” (Grabham 2007, p. 29; Monro et al. 2019, p. 785), “sexual and
gendered citizenship”, “gender citizenship”, and “multisexual citizenship” (Ammaturo 2016a, b.a.), “feminist citizenship” (Monro
etal. 2019, p. 784), “reproductive citizenship” (Monro et al. 2019, p. 782), “intimate citizenship” (Grabham 2007, p. 29; Monro et al.
2019, p. 785), “biocitizenship” (King 2021, p. 519), “consumer citizenship” (Grabham 2007, p. 29; Rubin 2019), “legal citizenship”

(Monro et al. 2019, p. 785), and “national and trans-national citizenship” (Ammaturo 2016a, b.a.).
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Abstract: Hermeneutic phenomenology’s aim is to bring forth that which needs to be thought about.
It is an invitation to think. To articulate thinking, one needs to listen in the corners and the shadows
of the lived experience(s) of the phenomenon being investigated. The method simultaneously holds
numerous perspectives and adopts an embodied approach to embracing experiential knowledge.
This paper explores the power of hermeneutical phenomenology, as a methodological approach for
understanding what it means to be intersex. Intersex people have bodies that are born different
to typical male-female ones. Intersex is an umbrella term that includes more than thirty ways the
human body may differ according to its sex characteristics (i.e., genitalia, hormones, chromosomes,
sex organs). From interviews with intersex people, we confirm that employing a hermeneutic
phenomenological approach did not just answer our research questions, but also became a powerful
and empowering means through which some participants were effectively able to navigate, share and
‘own’ their personal story. Indeed, the method’s person-centred and ethical underpinnings permitted
some to engage in the research in ways that became empowering and transformational.

Keywords: intersex; lived experience; sharing stories; other; knowledge of self; empower; hermeneutic
phenomenology

1. Introduction

This paper draws on data that were gathered from the stories people shared with
the authors as part of the study Mapping the Lived Experiences of Intersex/ Variations of
Sex Characteristics in Ireland: Contextualising Lay and Professional Knowledge to Enable
Development of Appropriate Law and Policy. This was an exploratory study and the first
of its kind in Ireland. As noted in the study title, we intended to ‘map’ what it means
to be intersex in Ireland. Using hermeneutical phenomenology as our methodological
approach, this study sought to understand the lived experience of what it means to be
intersex from the perspectives of three distinct groups: (1) intersex people, (2) their families
and partners and (3) healthcare professionals who work in this field. Data from these three
groups generated the lay and professional knowledge we expected to use to inform the
development of appropriate law and policy in Ireland to ensure the rights of the intersex
community are protected and upheld in Irish society. This paper emanates from our
experiences of doing hermeneutic phenomenology with our intersex respondents. The
phenomenon in question is the experience of being intersex. We were interested in how
intersex people experience living their lives. This paper does not seek to examine the legal
and policy aspects of the Mapping Study, but rather is focused on the experience of doing
and using the methodology.! Prior to discussing the power of hermeneutic phenomenology
in enabling people to reveal their experience of a particular phenomenon, we consider
it necessary to explore what intersex might mean as the use of language to describe
intersex is a very important issue within the intersex community (Lundberg et al. 2018;
Davis 2014).
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Intersex is an umbrella term that includes more than thirty ways the human body
differs according to its sex characteristics—specifically, its chromosomes, hormones, geni-
talia and sex organs. Intersex people are born with sex characteristics (including genitals,
gonads and chromosome patterns) that do not fit typical binary notions of male or fe-
male bodies (United Nations for LGBT Equality n.d.). Sometimes, this is referred to as
having Variation(s) of Sex Characteristics (VSC) or Atypical Sex Characteristics. Many
medical and health professionals are familiar with the term Disorders of Sex Development
(DSD) (Lee et al. 2006). Before we proceed, we believe the intersex nomenclature merits
brief discussion.

Debate abounds within the medical community, and beyond, and even within the
intersex community itself, about the use of terminology and what ought to be consid-
ered under the ‘intersex” umbrella (Monro et al. 2017; Reis 2007). Historically, the word
hermaphrodite was used to describe an intersex person, but this is considered by some to
be a harmful slur, “outdated and pejorative” (van Lisdonk 2014, p. 15), demeaning (Reis
2007) and offensive (Rubin 2015).

The umbrella term intersex is widely used and accepted internationally (Bauer et al.
2020). In fact, two significant calendar days use this word: Intersex Awareness Day (October
26th) and Intersex Solidarity Day (November 8th). While the word intersex is not without
criticism, the general consensus is that intersex is widely accepted globally and is more
favourable than other more medical terms, such as Disorders of Sex Development (DSD)
(Davis et al. 2016)—the latter being problematic because it pathologises bodily differences
(Monro et al. 2017), is stigmatising (Cresti et al. 2018) and has the potential to imply that
different or disordered bodies need to be fixed or repaired (Reis 2007; Carpenter 2018a). To
counter the pathologising effects of the word ‘disorder’, Reis (2007) advocated for the use of
Divergence of Sex Development. Another variant is Difference(s) of Sex Development. Still,
some medics find it best to use the term Atypical Gonadal/Genital Development (AGD)
given the “confusion and discomfort” associated with previous terminology (Gorduza et al.
2018, p.45).

Not all people, including those who are intersex, use the term intersex. Significant
variation exists among those who are intersex in terms of how they use terminology. Van
Lisdonk’s research demonstrates that

interviews with active members of patient organisations and persons with inter-
sex/dsd revealed that they mostly do not use either term themselves. Instead,
they generally tend to use the condition-specific term, such as ‘men with Kline-
felter syndrome’ or ‘women with x y chromosomes’. Some of those interviewed
were actually found to be entirely unfamiliar with the terms intersex and dsd.
(van Lisdonk 2014, p. 25)

Greater general acceptance exists around the fact that a person’s choice of terminology
ought to be respected. Some intersex people, such as Rose (2020), argue for intersex to
be understood as a broad and inclusive spectrum that will permit acceptance of multiple
and diverse experiences and such a belief sits within our hermeneutical phenomenological
approach where the person and their lived experience are front and centre. We are in full
agreement with Rose (2020), and we appreciate Lundberg et al.’s comment “that the debate
on terminology is not yet settled” (Lundberg et al. 2018, p. 163), and so, for the remainder
of this article, we use the word intersex as an umbrella term. This is in keeping with the use
of the word by the EU Agency for Fundamental Rights in their 2015 focus paper on human
rights for intersex people (European Union Agency for Fundamental Rights 2015) and subse-
quent report on LGBTI equality (European Union Agency for Fundamental Rights 2020).

Finally, it is important to note that such bodily variations are not to be confused with
a person’s sexual/gender identity, which is why some previously used terms, such as
intersexual and intersexuality, are deemed “socially undesirable” (van Lisdonk 2014, p. 25).
While the ‘I” in LGBTQI+ represents intersex, only some intersex people identify under the
LGBTQI+ umbrella.
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2. Methodology

Intersex people have long been the object of scientific research (Raz 2024). The litera-
ture reveals that the impact of research has been negative, and that intersex people report
feeling ‘objectified” by researchers (Preves 2003; Kessler 1998; Fausto-Sterling 1993). This
sense of objectification is further compounded as intersex people articulate that they are
not believed when they report their experiences. Carpenter draws on Fricker’s (Fricker
2007) concept of testimonial injustice to argue that “the credibility of intersex voices is
diminished, even where they speak about personal lived experience, and even though
contrary perspectives lack evidence” (Carpenter 2018b, p. 459). Charlebois goes further,
arguing that intersex people are, thus, hermeneutically marginalised (Charlebois 2017). She
eloquently summarises the difficult process of overcoming obstacles of objectivity to claim
their own agency. Facilitating the emergence of subject-actors requires a reimagining of
how research is undertaken.

To allow intersex voices to join the community of thinkers, and thus gain full humanity,
it will be necessary to reflect not only on the conditions of knowledge production, but also
on the modes of assessment and the validation criteria used (Charlebois 2017).

In keeping with the legitimacy of foregrounding the voices of intersex people, we chose
hermeneutic phenomenology as our methodological approach. We sought to understand
the lived experience of intersex people in a manner which returned to them their agency
and power over how the research and interviewing process would proceed. In so doing, we
discovered that those who shared their stories with us had a lot to say about both their lives
and the experience of being interviewed in this manner. This paper reports those insights.

Through interviews, the voices of intersex people can be heard, offering us an insight
into their “ideas, thoughts and memories in their own words rather than in the words
of the researcher” (Reinharz 1992, p. 9). In doing this, we seek the meaning(s) and un-
derstandings(s) that participants gave to their experiences. Hermeneutic phenomenology
aims to bring forth that which needs to be thought about. As Charlebois notes, it is the
epistemological injustice inherent in the systemic structures surrounding intersex which
subjugates intersex people such that it is difficult for them to come to a knowing of them-
selves (Charlebois 2017). This methodology creates a space for unencumbered reflection. It
is an invitation to think. To articulate thinking, one needs to listen in the corners and the
shadows of the lived experience(s) of the phenomenon being investigated. The method
“embraces multi-perspectival, embodied and experiential ways of knowing” (Dibley et al.
2020, p. 7). Smythe et al. articulate that there are no set of steps or a step-by-step guide,
rather each hermeneutic phenomenological researcher enacts a process that centres on
reflection, writing, re-writing and thinking (Smythe et al. 2008).

Meanings and understandings are social products, which are not created in isolation;
they are products of interpretations of the actions through a process of reflecting on the
actions. Individuals give meaning to the situation in which they find themselves; this is
informed by both cultural norms and expectations. Therefore, a similar interaction in a
different culture may lead to different meanings (Culff et al. 2006).

Giorgi (2005) suggests that the goal of phenomenological analysis is centred on the
clarification of the meanings given to a phenomenon. By voicing their experiences, partici-
pants give clarity to their lived state, which can lead to change, as there can be a discrepancy
between what we think we live and/or how we experience life, and the reality of the actual
living and/or experience. “A discovery of this difference and its correction can lead to
more authentic living and interaction with others and thus a better world” (Giorgi 2005,
p- 77). By articulating their lived experience of being intersex, our participants gain a
deeper understanding of their lived experience, which can change their reality and their
understanding of what it means to be human. Phenomenological studies recognise that in
any culture, multiple realities of the same phenomena may exist, and that groups and/or
communities share in these realities. It facilitates the position that a number of simultaneous
meanings can be given to the same experience. These meanings may or may not be shared
by others.
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Ethical approval was granted for the study by the DCU Research Ethics Committee
(REC) in 2019. The COVID-19 pandemic restrictions meant we had to conduct interviews
online using zoom and/or telephone. Our submission to the DCU REC for an amendment
to facilitate this was approved in May 2020. We knew our intersex sample were a vulnerable
group. We also knew our interviews could have a trigger effect and cause upset in our
participants. In order to safeguard our participants’ welfare, we established a follow-up
procedure. We engaged with a counsellor who had expertise in working with sexual
minority clients. This counsellor had also completed master’s-level research on the subject
of intersex lives. We had business/contact cards printed with the counsellor’s details
on them. These would be given to participants at the end of each interview. The study
paid for the first two sessions that any participant chose to attend. When face-to-face
interviews were impossible to conduct due to COVID-19-related restrictions, we provided
the counsellor’s contact details to participants in an email. We can confirm the counsellor’s
services were used following interviews, but preserving patient confidentiality, we were
not informed which participants availed themselves of this follow-up procedure.

A total of seven intersex people participated in the interviews. The small sample size is
typical of this type of hermeneutic phenomenological investigation (Dibley et al. 2020). At
interview, participants were simply asked to talk about their experience of (being) intersex.
This open approach is deliberately designed to give all control of the interview and the
direction of the conversation to the interviewee. It does not demand of the participant
responses to particular questions, rather, the comfortability of the participant is always
reflected in the richness of the story that emerges (Dibley et al. 2020). Further questions
arose from the interviewees’ responses, giving rise to the prompt or probe questions, which
invited clarity where necessary. Interviews ranged in duration from 60 min to 150 min,
although some participants requested more than one interview to enable them to tell their
story in full. This was a unique aspect of the study which was not anticipated at the outset.
Being human in the world of intersex experience is complex and the telling of their story
was never a short conversation. Rather, it was a profoundly reflective practice whereby the
participant unravelled their story in their own time. Indeed, some participants re-engaged
with us for second and third interviews to clarify aspects of their original telling of their
story or to share more about themselves. This suggests that the first interview may have
been used to establish trust between the storyteller and listener. The storytellers came to
understand that they could trust us to hold their stories and honour their lives. Trust was
not sought but freely given. Three members of the research team, the authors and our
post-doctoral researcher on the project, conducted interviews. Interviews were recorded,
then transcribed using pseudonyms, which are the names attributed to storytellers reported
throughout this article.

The Mapping Study was designed with participants from the intersex community,
thus fulfilling an engaged research approach. The authors of this paper are both Irish
and cisgender, one heterosexual, the other a lesbian, ranging in age from the 40s to 60s
and both are parents. Thus, the study established a steering committee to ensure that
intersex inclusion remained at its centre. The steering committee was made up of na-
tional and international members who are either academics, activists or both from the
intersex community, thus adhering to the intersex community principle of “nothing about
us, without us”. As researchers, we constructed ourselves as “researchers in the mid-
dle” (Breen 2007, p. 163). The researchers own positions in this research are as follows:
(1) being lesbian, through her academic work and own lived experience understanding the
nuances of marginalisation by society, and (2) through her earlier work with intersex people
having gained an understanding of the institutions of society and how they knowingly or
unknowingly are the cause of oppression.

This paper seeks to articulate the power of hermeneutic phenomenology in affording
a space where the self and the experience of the self can be revealed. Hermeneutic phe-
nomenology is underpinned by the philosophy of Heidegger (1962), as he was concerned
with being in the world.? The essence of Heidegger’s hermeneutic phenomenology is
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‘Dasein’, which he explains as the human being in the world. “The ‘essence’ of Dasein lies
in its existence” (Heidegger 1962, p. 67). The human being is always involved in the world
as they experience it. Johnson suggests that Heidegger views the human being as “always
involved in the practical world of experience” (Johnson 2000, p. 136). Heidegger indicates
that “Being-in-the-world is a basic state of Dasein” (Heidegger 1962, p. 86). Relating this
to the participants in this study, being-in-the-world (Dasein) as intersex people can be
seen as active participation in that world, creating meaning and understanding to being
themselves in a world that may not recognise or speak to them. This paper explores the
stories of intersex people as being in the world of intersex experiences. As researchers
using hermeneutic phenomenology, we seek to understand the meaning that participants
give to their experiences.

Hermeneutic phenomenology is both a philosophy and a methodology that many
balk at as it appears to have no criteria or steps to completion. From the outside looking in,
this might appear to be so, but hermeneutic phenomenology does have avenues towards
completion, albeit in non-conventional ways. Crowther et al. state that hermeneutic
phenomenology “challenges pre-determined rules and research procedures” (Crowther
etal. 2016, p. 827) resulting in the researcher being liberated from the conventional ideas
of what is the “right” and “wrong” way of doing things. It is both a philosophy and
methodology centred on the task of thinking.

We come to know what it means to think when we ourselves try to think. If the
attempt is to be successful, we must be ready to learn thinking. (Heidegger 1976, p. 3)

Our participants” observations reflect Heidegger’s remarks that thinking creates a
road of discovery of who we are as well as the nature of our Being (Gray 1976). This is
in keeping with the method as it requires us to think, to uncover and to bring forth that
which needs to be thought about. Through the interviews, thinking brings forth shared
meaning(s) and understanding(s) of how the phenomenon of being intersex emerges from
the participants’ evolving knowing. A few participants in our study returned to their story
a second and a third time. In returning to the story, the participant reflected upon what they
had shared and, in some cases, sought to clarify, adding to their story. The going back and
forth of the participants is akin to Heidegger’s hermeneutic circle. While the hermeneutic
circle is commonly articulated as the method chosen as

analysis [it] is a continuous circular and reflexive process where themes emerge, and
the researcher returns to the data and starts to re-read it. (Dibley et al. 2020, p. 127)

3. Story Telling

At the heart of our study was an invitation to people to tell us their story of being
intersex. We ask one question: Can you please tell me your experience of being intersex?
This is the creation of a space by which the person is free to tell their story about being
them. There are no preconceived ideas or notions entailed in the question. There are no
questions that we seek or require to be answered. It is a free canvas through which the
storyteller paints their own picture—their reality for the listener. For many of us, we are
never really asked: Who are you? Tell me about yourself? We may indeed be familiar with
the question: Who do you think you are? But to be genuinely interested in the person
as they present themselves to us is the central aspect of hermeneutic phenomenology.
Grey states

For him [Heidegger] the spoken word is greatly superior to the written. (Gray
1976, p. vi)

It is within the spoken word that the nuances of life are articulated. The listener is
welcomed into the life of the storyteller, where the hidden is revealed precisely through
the way it is spoken. The listener, that is the interviewer, navigates the teller’s journey
with the teller, traversing the highways and byways of their life. As researchers, we
immerse ourselves in the story as told of the lived experience of the phenomena under
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investigation. Later, the interviewer will reflect upon the story and transform it for wider
public consumption while remaining true to the storyteller.

4. Invitation to Speak

We received an email from a participant at a conference on a presentation about this
methodology relating to intersex experiences. We had raised the question “What is it like to
be human?’. Commenting on their own life, they wrote

This has been one of the challenges for me; how to express what it’s like to be me.
[correspondent]

In the context of being human, the correspondent continues

Throughout my life including my encounters with the medical world I was never
asked, “How do you feel?” or “Tell me about yourself “. It seems almost too
obvious to miss this critical question because our inner world is as important as
our physical outer world. [correspondent]

Indeed, few are asked in a medical setting to reveal who they are from their perspective.
In other settings, we may upon greeting someone ask them: How are you? If the person
begins to respond, they may have broken the social norms of greeting. The response in an
Irish setting may be to say, “I am doing fine” or “Great, thank you” but never revealing
the true nature of how we are. But a detailed response is not what is socially expected.
We have social cues for interaction. There are some settings where these cues are not
relevant; for example, when a doctor asks, “How are you?”, there is an expectation that the
patient/client will respond relating to the reason why they are in a consultation in the first
place. Heidegger regarded language

As that sphere in which man can dwell alright and make clear to himself who he
is. (Heidegger (1962), in Gray 1976, p. vii)

It is through language that we articulate who we are. The correspondent suggests that
they were never invited in a healthcare setting, or indeed any other setting, to articulate
who they were. Through this, the self is never revealed to the other, but more importantly,
as Heidegger (1962) suggests that it is in the articulation that we come to know ourselves,
neither is the self ever revealed to oneself. It is the negation or the unrevealing of the
self when it really matters that leads to a hiddenness of the truth of who we are to both
ourselves and others. Indeed, in a healthcare setting, when the healthcare provider does
not ask how the patient experiences the condition that they are presenting with, it removes
the possibility for the healthcare provider to review, reflect, and, through thinking, make
changes in how they as professionals engage with intersex people or indeed any other
person they encounter in their practice. This level of engagement is something that our
correspondent would have welcomed.

5. Participant’s Engagement

We suggest that some participants in our study engaged in their own hermeneutic
circle through a reflective process, returning to their story, further sharing their under-
standing(s) and meaning(s) with us. They dwelled with the story they had shared to add
illumination later. For example, Darcy returned to their story twice with a few emails in
between. Prior to the ending of the third interview, they were asked if there was anything
else they wished to further explore. They stated:

No, I can’t really think of anything. I think I am good. I have covered everything.
But that really is everything now. I don’t think there is anymore that I can possibly
tell you but if there is I will come back to you and tell you but thank you for
giving me the opportunity to come back and tell more of it. [Darcy]

It is in the dwelling with the story of the self that Darcy could make clear to themselves
who they are. This experience reflects Charlebois’ point that intersex people are required to
negotiate the tension between the impact of non-consensual medical interventions and the
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subsequent internalisation of a deficient vision of oneself in order to become active subjects
with full agency (Charlebois 2017). In the telling of Darcy’s story, the reflective process
opened up avenues through which the self was explored and shared. It gave meaning and
understanding to their life as an intersex person; meaning and understanding as they had
come to know it through the articulation of this life.

While Darcy had come to tell their story in their own way and in parts, there was also
an underlying reason why they felt they could come back

Part of the reason why I am committed to doing this and doing it so fully is
because I appreciate the fact that you guys want to do it for fully and you are
being led by intersex people. I have never done a research study that is so led by
intersex people like myself and that is why I am happy to do it. [Darcy]

Participants returning to the story reflected the trust that was placed in us to reveal
their story to others in ways that were true to their meanings and understandings. We are in
effect “bearing witness to their stories” (Crowther et al. 2016, p. 2) through the opportunity
to “review, reflect and inspire new thinking” (Crowther et al. 2016, p. 2).

6. Building Trust Leads to Understanding

The study was developed through partnership and built with the intersex community
in the development of the research programme. This led to trust relationships being built
with participants prior to our meeting.

Being aware of one’s population is very important; being sensitive to the concerns
of others and listening to their fears, needs and desires for their own personal
safety emanates from an ethical standpoint. (Dibley et al. 2020, p. 81)

Being comfortable with the process and subsequent interview lends itself to the
revealing of the self by the participants. Alan reflected on his experience of being different
during his teenage years:

I'would probably answer by asking you the question, how does a teenager hide a
variation in genital anatomy in a compulsory shower with 20 other fellas after
PE? My answer to that is you could only hide by being in plain sight. There was
no option of hiding. [Alan]

Saving oneself from the gaze of the Other as a teenager can be difficult at the best
of times. The taken-for-granted situation of the communal shower amongst boys is the
expectation of the ‘sameness’ of bodies. It is here that Alan discovers his difference or
rather comes to the knowing that Others can expose his difference. In this situation, Alan
found that one can hide in plain sight. He further states:

No, again that is before the age of the internet and before the age of, I don’t believe,
I didn’t have access and no one else would have access to pictures, descriptions,
diagrams, terminology etc either. That anyone else could pick it up readily. I do
remember the PE teacher looking but never went as far as saying anything. So, the
obvious thing for me was as quickly as possible to shower without ever drawing
attention to myself. Cause there was another chap in the class like that was even
more self-conscious than I was and he became a target. So the two together was
the absolute proof that you do not be visible by being, the best way to be invisible
to be completely visible. By showing no signs, showing nothing. [Alan]

Even though Alan’s PE teacher may have noticed his difference, nothing was said.
He, the PE teacher, was the external observer of Alan’s body. The non-recognition of his
status led to the reinforcements that silence prevailed about his body. This reflects Sartre’s
notion of the body, that it is through the body that I experience myself but also it is through
the body that I experience the Other (Moran 2000). There were silence and unknowables
as access to information about bodies like Alan’s was unavailable. Alan responded by
not drawing attention to himself. Alan’s experience of the showers was a situation that
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“threatens the integrity of the self” (Giddens 1992, p. 54). Whatever mechanisms that were
built over time to protect the self were dismantled, and the validity of himself was never
questioned but cast aside by that one look.

Being self-conscious could lead to being ‘targeted” and Alan did not bring that attention
to himself. Not drawing attention to himself became a strategy for his life:

Very good at hiding in plain sight but I spent my life hiding. [Alan]

Alan had learnt how to act, react and behave to exist within the spaces he found
himself in, which was crafted and became a way of life during his teenage years. In
Goffman’s terms, Alan made himself “into something that others can read and predict
from” (Goffman 1971, p. 11). Every time he had PE, Alan is confronted with himself, the
reality that he is different from other boys. He exists within the reality of what a normative
male body ‘looks’ like and knows that he does not fit. Alan never reveals the truth of his
situation, neither did he develop trust relations with others as he spent all his life hiding in
plain sight. Giddens suggests that an individual will have a stable sense of self-identity if
there is:

a feeling of biographical continuity which she is able to grasp reflexively and,
to a greater or lesser degree, communicate to others. That person also, through
early trust relations, has established a protective cocoon which ‘filters out’, in
the practical conduct of day-to-day life, many of the dangers which in principle
threaten the integrity of the self. Finally, the individual is able to accept that
integrity as worthwhile. (Giddens 1991, p. 54)

Alan did not communicate to others who he was, which led to the fact that acceptance
of himself as a worthwhile human being was never realised to his satisfaction. His worth,
value and understanding of who he was in the world was undermined as, Giddens (1991)
suggests, by necessity these traits are developed through early trust relations, which were
not available to Alan. Alan’s “every-day skill of coping” (Draucker 1999, p. 361) was hiding.
In effect, Alan became a shadow. He was not casting a shadow as we all do in twilight,
which gives a sense of self. I can see myself through my shadow and I know I exist. Casting
a shadow is something my body does, but to be cast as a shadow is to have something
thrust upon you by the Other. Alan’s image of the shadow does not denote positivity,
rather, it casts him into darkness, a shadow in the corner, whereby the Other does not
acknowledge his existence, as he does not exist within their realm of normative bodies.
Alan cannot be seen or is not seen, which he recognises. This is very different from Sartre’s
suggestion of:

My possibility of hiding in the corner becomes the fact that the Other can surpass
it towards the possibility of pulling me out of concealment, of identifying me, of
arresting me. (Sartre 1969, p. 264)

From a Sartrean perspective, the possibility of hiding in the corner is my choosing
of concealing myself. However, Alan was placed in the corner by the Other through non-
recognition. He has no possibility of being discovered, as the Other does not recognise his
existence. He has become the outsider (Becker 1963), looking in but with no say in what is
happening. He is alienated from the world as Alan knows it and from himself through the
actions of the Other. Alan’s own possibility becomes the possibility of the Other to declare
who he is: a non-entity.

7. Hiding Loss, Hiding Pain

This study revealed lives that were deeply entangled in mistrust, unknowns and
unknowables, but centred on the vision that others had of what bodies should be and the
consequences for not having that desired body. What our study revealed was the power of
parents, teachers and medical personnel to make pronouncements and claims about the
body, thus imputing meanings and understandings on the body. The study also exposed
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how power was used from the perspective of the power holder, rather than the person who
experienced the inferences of the power holder.

It is in the reality of everyday life that the Other appears to us, and his probability
refers to everyday reality. (Sartre 1969, p. 253)

People living with intersex bodies confront the reality of being intersex in the most un-
expected places. They exist within a world with normative bodily expectations. Institutions,
such as family, education, hospitals and GP services, not only reflect this normalisation but
have no perception of bodies outside of that norm.

The truth of their situation (intersex people) may be hidden from them, and coming to
the understanding of their difference may be a difficult experience, as revealed by Frankie:

T'was 12 that is when I realised there was something different about me because
like all kids went through the change of life and I stayed the same of when I was
like a child. [Frankie]

Through her friendships, Frankie realised that there was something different about
her. This difference was centred in and on her body—her body was not similar to other
girls” bodies; unlike her friends’ bodies, Frankie’s body was not changing. As she traversed
her teenage years, there were many interactions with doctors to unravel why she was not
developing in accordance with what is expected as she made the journey from childhood
to teenagerhood to adulthood.

And then when I was older, I kept going to the doctors to find out why I wasn’t
growing, and they said, well, when you are 13 we are going to try medica-
tion because if you are on medication you should go through the changes of
life. [Frankie]

Healthcare provision was not an option for Frankie as her father refused to pay for
it. However, later, through the discovery of a Rainbow Resource Centre, Frankie did
discover what was blocking her developing. When a member of the centre asked her if she
understood her medical papers, her reply affirms how she perceived herself:

Ijust know that I was born a mistake. [Frankie]

Through her interaction with family and the medical professionals, Frankie had learnt
that she was a “mistake”, but that “fact” had never been unpacked for her. Her difference
was flaunted in front of her by family members as not being the “norm” of social expectation.
Her body was examined by others and declarations were made on who she was:

And he [doctor] checked me in the same way that my dad would check me or
whatever and he was like ‘I can’t believe how she didn’t grow properly” and he
[father] was like “well what does this mean?” And the doctor said ‘well, it is kind
of like she is trans but she is not’. “Well can it have kids? Because that is the only
thing that I want’ [father] and the doctor said ‘no, she can’t have kids’. And he
[father] was like ‘well what use is she to me then?” And he’s [doctor] like ‘she can
adopt kids’, ‘and like what, she can have two people that are mentally retarded
in the house? No thanks.” [father]

For Frankie, no opportunity was provided by the medical personnel or her father to
discuss the truth of her situation with them. Medical examination was carried out on her
without her consent and the revelations announced without discussion. Frankie found
herself within a

Context of discourse and interaction position persons in systems of evaluation and
expectations which often implicate their embodied being; the person experiences
herself as looked at in certain ways, described in her physical being in certain
ways, she experiences the bodily reactions of others to her, and she reacts to them.
(Young 2005, p. 17)
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Frankie was placed into systems of evaluation and interaction through her body being
different by being examined by a healthcare professional who could make judgements
about her. While doctors do evaluate, assess and care for patients, Frankie experienced
the revelation of the kind of being she was, being evaluated and assessed and rendered
without care. The revelation was unfinished and unsatisfactory. Frankie was left with
the understanding that she was different, incomplete, a non-trans, trans-like person; thus,
she was unfinished and unsatisfactory. There was nothing to be done, she was not the
emerging woman that the medical profession expected her to be or that society expected
as the declarations by her father made clear to her. What Frankie did not expect, in the
examination of her body, was that the totality of the self was exposed for Others to see and
evaluate, in accordance with the values and belief systems of those caring for her within
the culture within which she resided. The truth of herself was mediated by Others (Sartre
1969). Heidegger suggests that

To every being as such there belongs identity, the unity with itself. (Heidegger
1969, p. 26)

Through the declarations of others in her life, Frankie’s ‘unity of the self’ became
unravelled and unknown to her as she did not fit what was thought of as an emerging
adolescent and later adult woman. She was rendered with no identity.

From a Giddens’ point of view, one could suggest that Frankie could not develop a
biographical continuity whereby she could recount her life story and recognise the self in
that story (Giddens 1991). To achieve a biographical continuity Frankie would first have to
be able to communicate to herself who she is before she could communicate it to Others.
Like Frankie, Alan also experienced this never happening as he chose to live his life on his
own as the sharing of that life is too painful for him. The development of trust relationships
whereby people can be themselves with themselves and Others, thus establishing a comfort
in their life, can be difficult to achieve for intersex people.

Frankie is devalued as a human being. Her worth, value and understandings of who
she is in the world were undermined:

It is only through being object that we can be given a value, assigned a worth,
some “thing” that can be assessed. (Howard 2002, p. 59)

She is not measured in accordance with her own bodily integrity but measured against
the general expectation of the integrity of certain genitalia that belong or are assigned
to either female or male bodies, by the community of the assessor, that is the healthcare
provider. Within this measurement, she becomes a non-entity and is, according to her
father, a being of ‘no use’.

Sartre suggests that “shame of self; it is the recognition of the fact that I am indeed
that object which the Other is looking at and judging” (Sartre 1969, p. 261). It disrupts the
sense of self, the taken-for-granted knowledge of knowing who I am. In Frankie’s case, that
knowing was negative.

So, I grew up thinking that everybody was supposed to hate me. [Frankie]

She became the object of this judgement. The world within which Frankie lives is alien
to her; she was alienated from that world and, by extension, alienated from herself. Frankie
discovered the two-fold result of the uncovering of the truth of the self; she was alienated
from the self and there was no possibility of self-recovery either now or in the future. Once
you uncovered and acknowledged your difference, there was no belonging, no safe space,
no feeling of being one with the Other. Were you really the person you were before you
discovered who you are? You cannot undo what you now know, but equally you cannot
accept the definition of who you are as being told by others who do not want to know who
you really are. Frankie sat in the midst of power relations as a child to a father, as a patient
to a healthcare provider, as a worker to an employer and as a road user to those who did
not want the person she is to be in that space. Power shaped her perception of herself and
her place in the world.

216



Soc. Sci. 2024, 13, 442

8. Conclusions

The power of hermeneutic phenomenology is that through interviews, we bear witness
to the experiences of people sharing their stories, in this case, their experiences of being
intersex. Through listening to their stories being told, we sometimes hear about a life
that has been hidden or supressed. Crucially, their stories expose to us the damaging
or destroying effect of being unseen as a whole person. Alan’s story reveals how others,
namely, his family, hid the reality of who he was from him and how that affected his
education and, later, his life. In the telling of her story, Frankie reveals how her father
viewed having a female child. Her value and worth to him was solely as the provider
of the next generation. But not being what he wanted, she was rendered useless and
less than human and, indeed, less than woman. The power and perception of her body
communicated by the medical professionals reinforced this perspective.

However, Frankie’s story points to the fact that a community did exist whereby she
could find acceptance of herself as the whole person she is, a whole person with a particular
body and who needs a community (acceptance) to be whole. This, for her, was the Rainbow
Resource Centre. Alas, Alan did not find such a community. On the other hand, Darcy
informs us that being presented with an opportunity to tell one’s story is a way of being
oneself in the world.

Through the uncovering of the lived experience, an important contribution to knowl-
edge is made. These stories demonstrate that true expertise of being intersex in the world
is held by those who embody intersex experience. Hermeneutic phenomenology, as both a
philosophy and a method, highlights how research can be carried out which centres the
experiences of the person, empowering them through the sharing of their stories. In this
way, they become agents of their own lives rather than being rendered objects of academic
curiosity and research.

It is through the non-directed rambling along the highways and byways of their own
lives that their stories emerged in a manner that was meaningful for each storyteller. In
sharing their stories, as they wished, Darcy, Alan and Frankie came to new insights and
understandings of the lives they have experienced. They found the sharing empowering.
Through reflection, they were able to review and plan how their next encounter with the
Other may enable them to obtain a better outcome. As Alan said:

They had all the power, I had nothing. I had no information. I had no ground
to stand on. All I could do was just react to what was being said to me. I was so
much on the back foot I couldn’t catch up and that would have been a major part
of the difficulty. Again, it goes back to if you don’t even know enough of your
own story to be able to say it. [Alan]
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Notes

1 Further work by the authors is forthcoming that does examine these aspects of the Mapping Study.

2 The contributions of this author to scholarship in the field of hermeneutic phenomenology are indisputable; however, we do
acknowledge the controversy that surrounds Heidegger’s engagement with National Socialism. As Wolin notes “It would be
foolish to suggest that, as a result of Heidegger’s concerted, short-lived engagement on behalf of the Nazi regime, he would
somehow forfeit his status as a significant contributor to the legacy of Western thought.” (Wolin 1993, p. vii).
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Abstract: This article explores diverse ethical considerations related to the study of vulnerable popu-
lation groups to produce meaningful project outcomes that avoid harm to the involved communities.
In the specific context of the intersex community, previous analyses have encountered various chal-
lenges, including the medicalization of intersex people’s bodies, the use of pathologizing language,
and misrepresentation of the population’s needs. The article explores some of the beliefs, experiences,
and tools that experts in research ethics, researchers, and intersex research participants consider most
important regarding research ethics in intersex-related studies. The article is based on original empiri-
cal research; semi-structured interviews were conducted with 21 participants, recruited through email
and snowball sampling methods, and the data were examined using thematic analysis. It moves from
issues related to the research design (positionality, researcher preparation, framing intersex within
the LGBT acronym) to experiences related to the research development (ethical approval, informed
consent process, language use, relationship of trust). The article describes some of the major concerns
and raises discussions that could be relevant for the development of future research under human
rights-based perspectives. The findings are aimed to be useful beyond the field of intersex-related
studies, as they can be relevant to research about other communities that have endured violations of
their human rights during research.

Keywords: intersex; human rights-based approach; positionality; qualitative research

1. Introduction!

Studies about vulnerable populations have led to the development of research projects
to access these communities and understand their issues, raising complex ethical consider-
ations regarding research practices (Hugman et al. 2011). In the pursuit of knowledge and
the advancement of scientific understanding, researchers have the ethical responsibility
to conduct studies that uphold the well-being of all participants involved (Beauchamp
and Childress [1979] 2019). This ethical imperative is considered especially relevant in
studies involving vulnerable communities, where cognitive, institutional, medical, social,
or economic disparities can magnify the ethical challenges faced by researchers (Kipnis
2001). In this sense, “vulnerability, in the context of research, should be understood to be
a condition, either intrinsic or situational, of some individuals that puts them at greater
risk of being used in ethically inappropriate ways in research” (NBAC 2001, p. 85). From a
broader perspective within social sciences, there is sometimes a disconnect between the
“goals of science” and ethical considerations (Fisher 1999, p. 29). Researchers conducting
studies with vulnerable populations often find themselves navigating these complex eth-
ical challenges, drawing “upon their own moral compass, the advice of colleagues, and
recommendations of institutional review boards (IRBs)” (Fisher 1999, p. 29). The decisions
made in this regard “have immediate and possibly long-term impact on participants, their
families, and the communities they represent” (Fisher 1999, p. 29).
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Recognizing the potential ethical dilemmas inherent in such research dynamics, var-
ious ethical frameworks have been developed to offer guiding principles. Key among
these are (i) the Nuremberg Code (International Military Tribunal 1946), (ii) the Declaration
of Helsinki (WMA [1964] 2013), (iii) the Belmont Report (The National Commission for
the Protection of Human Subjects of Biomedical and Behavioral Research 1979), (iv) the
Guidelines for Research Ethics in the Social Sciences and the Humanities (NNREC 2021),
and (v) the Ethics in Social Sciences and Humanities (EC 2021).

These guidelines are essential as they provide a framework for protecting the rights of
participants engaged in social science research. As such, several ethical principles outlined
in this article, including obtaining fully informed consent and assent, utilizing appropriate
language, and understanding the community’s history, have been selected, considering the
parameters established in these guidelines.

The first three regulations offer an ethical framework for the essentiality of informed
consent, the management of risk, the necessity of the study, and the benefit that particularly
vulnerable groups will obtain as a result of the research (International Military Tribunal
1946; The National Commission for the Protection of Human Subjects of Biomedical and
Behavioral Research 1979; WMA [1964] 2013). The latter two guidelines, specific to the social
science field, underscore the importance of additional considerations in research involving
vulnerable populations. Given the historical context of “abuses of power and unethical
research” against vulnerable groups, there is a recognition that members of these groups
“may wish not to be subjects of research, for instance, for fear of stigmatization or other
negative consequences. At the same time, excessive protection of weak and vulnerable
groups is inappropriate” (NNREC 2021, p. 29). Thus, the NNREC (2021) considers it
advisable to implement additional measures to make the research as respectful as possible,
“gaining knowledge about and respect the local context and social relations” of the group
involved (p. 30).

In alignment with this perspective, the European Commission recommends the re-
searcher: “Make sure you do not exacerbate people’s vulnerability through your research or
research participation” (EC 2021, p. 12). The EC guidelines also highlight various scenarios
where research may pose greater risks, including “research involving sensitive topics and
those which might cause psychological stress, anxiety or humiliation” (EC 2021, p. 19).

Fricker (2007) introduces the concept of epistemic injustice, illustrating instances
where individuals, especially from marginalized communities, are not acknowledged as
credible sources of knowledge. Fricker (2007) highlights how societal power dynamics
systematically undermine the credibility and recognition of certain voices. Other schol-
ars, such as Kristie Dotson (2011) and José Medina (2013), have further expanded the
understanding of how epistemic violence or epistemic injustice manifests and perpetuates
misrepresentation. While their perspectives may not be explicitly focused on research, their
work holds ethical dimensions that are inherently relevant to the study of issues related to
vulnerable communities.

Dotson (2011) discusses the idea of “[e]pistemic violence in testimony” (p. 238), which
refers to situations where someone’s words are not taken seriously or respected by others.
This happens when people refuse to listen or respond to what someone is saying because
they do not understand or do not wish to understand. Dotson (2011) calls this “pernicious
ignorance,” which means “any reliable ignorance that, in a given context, harms another
person (or set of persons)” (p. 238). This concept highlights how not being heard or ac-
knowledged can be damaging and unfair to the person trying to communicate (Dotson
2011). From here, she develops two important concepts: “testimonial quieting,” which
“occurs when an audience fails to identify a speaker as a knower” (Dotson 2011, p. 242), and
“testimonial smothering” (Dotson 2011, p. 244). The author gives different meanings to this
latter concept; one of them is “when an audience demonstrates testimonial incompetence
with respect to the content of potential testimony” (Dotson 2011, p. 245). In this case, the
speaker is rendered silent, not necessarily through explicit censorship, but rather through a
lack of social recognition and receptiveness to their testimony (Dotson 2011).
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Similarly, Medina’s (2013) elucidation of “hermeneutical gaps” (p. 75) contributes to
a comprehensive interpretation of the multifaceted ways in which marginalized voices
are suppressed and distorted in research contexts. He discusses a gap in the collective
understanding or conceptual resources of a community, which may lead to the inability
to articulate or include certain experiences (Medina 2013). Medina’s (2013) emphasis on
hermeneutical gaps highlights how certain groups, often those at the margins of society,
face challenges in having their experiences intelligibly expressed and comprehended. When
dominant cultural frameworks lack the conceptual tools to make sense of the experiences
of marginalized groups, it creates a gap in understanding that contributes to their exclusion
and misrepresentation (Medina 2013).

Applying the reviewed reflections on epistemic injustice (Fricker 2007; Medina 2013) or
epistemic violence (Dotson 2011) to the field of research practices, acknowledging and recti-
fying epistemic injustices in research becomes an ethical imperative, particularly concerning
vulnerable communities. Understanding these ethical and epistemological challenges, this
article aims to present and give voice to the narratives and research experiences of one of
the communities that have suffered violations of their human rights during research, the
intersex population, as well as to researchers and experts in research ethics with experience
in the field of intersex-related research.

Intersex babies, children, and adults continue to face a series of human rights violations
(Ghattas 2015; UN 2019) because of their physical characteristics. These include “violations
of their rights to be free from torture and ill-treatment, to health and physical integrity, and
to equality and non-discrimination” (UN 2019, p. 4). This is highly problematic and is due
to a lack of recognition of intersex people, as Ghattas (2015) explains:

In a world where the overwhelming majority of people and governments only
know and accept two sexes (‘'male’ and ‘female’), the existence of intersex people
and their bodies is not recognized. Instead, healthy intersex bodies are considered
to be a ‘medical problem” and a “psychosocial emergency” that needs to be
fixed by surgical, hormonal, other medical, and sometimes psychological means.
(Ghattas 2015, p. 9; reference removed)

According to a publication of the European Union Agency for Fundamental Rights
(FRA 2015, quoted in Ghattas 2015, p. 9), within the European Union, surgeries aimed at
‘normalizing” intersex children are performed in at least 21 Member States.

In the case of intersex-related studies, health professionals acquired a position of power
under the name of science due to the ownership that medicine has taken of intersex bodies
(Karkazis 2008). This sense of entitlement amongst medical practitioners implies decision-
making processes about what is best for intersex people without them actively participating.
It produces an atmosphere where only medical knowledge and experiences are taken into
consideration; disregarding the experiences and knowledge that the community itself
can propose for its own well-being which is a violation of their self-determination and
constitution of the mentioned epistemic injustice within intersex-related studies (Bastien-
Charlebois 2016).

Scholars from the field of intersex studies and activists have exemplified and con-
textualized the ways in which the experiences of intersex people have been disregarded
and marginalized (Cabral Grinspan 2009; Carpenter [2014] 2019; Carpenter and IHRA
2018). This includes exposing instances where researchers wield privilege in the production
and access of knowledge while emphasizing testimonial injustices and dehumanizing
treatments endured by intersex individuals (Bastien-Charlebois 2017). The work of authors
from the field of intersex studies underscores the need for a paradigm shift in knowledge
creation, advocating for a more inclusive approach that considers the nuanced context
surrounding intersex experiences (Bastien-Charlebois 2017; Carpenter and IHRA 2018).

From an activist perspective, members and organizations of the intersex community
have raised their voices regarding the violation of human rights within research. For
instance, Koyama (n.d.), ISNA (n.d.), and interACT (2023) have created different guidelines
aiming to advise researchers to center the participants’ voices, think critically, and avoid
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creating harm or re-traumatization. From an academic standpoint, Lundberg (2021) and
Jones (2022) have conducted analyses on reflexivity concerning the ethical and method-
ological aspects of studying intersex-related topics. Jones (2022) contends that conducting
research with intersex individuals demands heightened ethical sensitivity given the his-
tory of institutional power abuses (especially in medical contexts) coupled with social
stigma and marginalization. She emphasizes the importance of employing methodologies
that empower participants and do not perpetuate existing power imbalances. Similar
reflections have been developed from the perspective of trans studies (Adams et al. 2017;
Vincent 2018).

In 2023, I conducted a narrative literature review aimed at examining methodological
research approaches and ethical considerations in studies related to intersex people (Mestre
Martinez 2023a). While the majority of papers reviewed adhered to general ethical stan-
dards such as signed informed consent and data management information, some exhibited
concerning practices (Mestre Martinez 2023a). That study formed a foundation for this
article, as it revealed an absence of qualitative studies exploring the perspectives of experts
in research ethics, researchers, and intersex research participants together. This article seeks
to address this gap.

The results are categorized into two primary research stages: research design and
research development. These stages were chosen due to the distinct ethical and episte-
mological considerations they entail. Participants contributed a variety of perspectives
throughout both stages, unveiling their experiences with research and articulating con-
cerns significant to them. This approach aims at establishing a platform for dialogue and
improvement within the broader research community, and holding significance for the
intersex population by giving voice to the human rights violations experienced by these
individuals during research.

2. Materials and Methods

This research has a qualitative design involving a series of semi-structured interviews
conducted in 2022 as part of the European research project ‘INIA: Intersex—New Interdisci-
plinary Approaches.” Potential research participants were contacted by sending invitation
emails to international and national intersex organizations, academic networks, and in-
dividual persons. In addition, a snowball technique was used. The research fulfils the
parameters stated in the General Data Protection Regulation (Regulation (EU) 2016/679)
(GDPR), and the Spanish legislation on data protection (Ley Organica 3/2018, de 5 de
Diciembre, de Proteccion de Datos Personales y garantia de los derechos digitales).

The selection criteria for participants were having experience in the field of qualitative
research on intersex issues as ethical experts, researchers, or intersex research participants,
and residing in the European Continent, the American Continent, or Oceania. The study
included 21 participants: 2 ethical experts, 17 researchers, and 2 research participants.
However, within the ethical experts and the researchers” groups, a total of 9 people (who
identified as intersex people) had also, at some point, had experience as research partici-
pants of intersex-related studies, which means they could offer a double perspective for the
research purposes. Given the limited number of people involved in the field of intersex
studies, demographic details about all three groups of participants, such as their region of
residence, discipline, and career stage, will not be published to ensure confidentiality.

The semi-structured interviews allowed research participants to express their experi-
ences regarding the development of research related to intersex issues and to engage in a
reflexive exercise. The interview process tried to follow a human rights-based approach,
which means research that prioritizes not only the study objectives but also how they are
achieved, with a commitment to upholding human rights principles throughout the project
(Smith 2018). Participants received an information sheet about the project, an informed
consent form, and an explanation of their rights. They had the opportunity to review the
information provided in the interview and the possibility to withdraw their interview at
any time before the results were published. In order to avoid people feeling pressured to
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participate, the interviewing process always offered alternatives, such as not answering
questions that the person did not feel comfortable with. During the interviews, the use
of a depathologizing language was important in order to provide the participants with
a comfortable environment for them to express their thoughts and therefore minimize
the risk of possible re-traumatization. The project offered two funded psychotherapeutic
sessions for intersex participants and access to a support organization contact sheet upon
request.

Each interview took place remotely, was recorded, and lasted approximately one
hour. The interviews were carried out from April 2022 to October 2022. The interview
information was transcribed and imported into secured digital spaces along with the
audio files. A thematic analysis was conducted, following Braun and Clarke’s (2006)
methodology. The data were organized using five initial codes, according to the structure
of the interview script: background of the participant, experiences before the interviews,
experiences during the interviews, experiences after the interviews, ethical insights, and
recommendations/feelings. Thereafter, relevant themes mentioned by various participants
were identified, related mainly to experiences before and during the interviews.

This article primarily aims at delineating the themes underscored by participants,
by means of a descriptive approach. These themes can serve as a catalyst for fostering
new dialogues within the area of intersex research. Consequently, the results section is
dedicated to amplifying the voices of the participants, elucidating their experiences and
recommendations related to the research design (positionality, researcher preparation,
framing intersex within LGBT), and the experiences related to the research development
(ethical approval, informed consent process, language use, relationship of trust).

Following the reflections on research methodology contributed by other scholars
(Garland and Travis 2023; Monro et al. 2021), this research does not intend to speak for the
intersex communities and, therefore, refrains from interpreting the participants” experiences.
Instead, it aims to engage in dialogue with them for the purpose of knowledge development
(Garland and Travis 2023). This overview addresses the contentious areas articulated by
participants earlier. It is imperative to note that the sources of knowledge underpinning this
article extend beyond scientific and academic research, incorporating activist perspectives
and non-governmental reports. These sources were included to engage and recognize the
different ways of knowledge production and existing contributions to the development of
intersex-related studies.

As a non-intersex (or endosex) individual, my interest in intersex studies has de-
veloped closely in the last seven years alongside my work in public policy with other
communities that have also experienced human rights violations during research, such as
the trans and Indigenous communities. Through my involvement in the INIA Project as a
Marie Curie Researcher, I have been dedicated since 2021 to studying the history, struggles,
injustices, oppression, and marginalization faced by the intersex community.

3. Results
3.1. Experiences Related to Research Design
3.1.1. Positionality

Throughout the semi-structured interviews, most participants raised concerns related
to researcher positionality. They pointed out the challenges associated with the internal
personal processes and self-reflection that researchers undergo when studying a population
that has experienced human rights violations, such as intersex individuals. A particular
concern was voiced regarding researchers who are not intersex persons. Participants
noted that the legitimacy of their involvement is assessed by both themselves and the
intersex community.

For instance, from a researcher’s perspective, Participant No. 15 (Researcher)? men-
tioned the ethical dilemmas that she went through during the publication of findings as an
endosex person. The legitimacy of the research was always a topic of consideration because
it made her feel that she was occupying a place that did not correspond to her.
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Other researchers agreed with this internal discussion of legitimacy and doubting of
their research. Participant No. 13 illustrates:

[...] T think with time, it's been always a question of the legitimacy of me working
on this issue, but that something, I mean, what helped me was going to meet
intersex people that told me that, like, thank you for doing your research, and it’s
important that there are people doing it. So, it’s kind of keeping in mind that if
what I do can also serve their knowledge of intersex people and their rights [. . .]
if you're not intersex, I think it’s really complicated to do research with intersex
people about their history and experience, but I guess you have to especially like
try to do what your positionality in it, it's complex. So always remind, you know,
yourself and the others what from what kind of point of view you're doing this
research. (Researcher. P13)

Emphasizing the significance of scrutinizing internal motivations for conducting the
research, participants underscored the importance of self-reflection in navigating these
complexities. Particularly, researchers who are endosex showed more concern regarding
their positionality and legitimacy in the research.

3.1.2. Researcher Preparation

According to the participants in this research, intersex individuals have endured
experiences characterized by medicalization and human rights violations. Throughout the
interviews, the interviewed endosex researchers highlighted the importance of educating
themselves and taking part in training about research ethics previous to the research design.
This emphasis aims to better comprehend the life experiences that individuals will share
and, importantly, to prevent misconceptions.

Some of the researchers were aware of the problems; for example, Participant No. 6
(Researcher) stated that “[...] researchers will use intersex people to get information,
but then they consider themselves as experts.” This researcher mentioned how some
researchers do not give the same value to the activist experience in comparison to the
scientific experience.

Other participants who hold the position of researchers and have been participants of
intersex-related research mentioned:

I feel like quite comfortable talking about these issues where I know the re-
searcher understands the population and that’s what they’re talking about, but
it’s incredibly frustrating when they clearly don’t, they confuse it with trans
issues all the time. [...] I think it could be quite confronting if you're talking
to researchers who don’t quite understand the population and like your issues.
(Researcher—Participant. P17)

[...] the researcher is coming from outside and you have to respect that this person
understands their lived experience better than anybody else. These researchers
think they come from heaven with analytical superpowers when they don’t.
(Researcher—Participant. P21)

The majority on the people interviewed commented at some point on the importance
of researchers receiving previous training that creates an awareness of intersex people’s
experiences and makes them understand better the issues that they face and how future
projects could help to solve them.

3.1.3. Framing Intersex within the LGBT Acronym

The research participants discussed approaches to research design, including framing
intersex within the LGBT acronym, and emphasized the potential impact of this on the
representation of the community’s identity and priorities. Many participants expressed
concerns about possible misrepresentations that could occur with the framing of intersex
within LGBT, particularly when intersex issues are portrayed solely as gender or sex
identification issues rather than acknowledging the violence they endure.
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Participants mentioned possible reasons for this framing. Participant No. 9, who is a
researcher, indicated that in some instances, it is easier to obtain ethical approval when the
frame of the study is LGBT+ and therefore “[...] that creates a problem, because it means
that it’s pushing researchers towards this LGBT framing of intersex and not a medicalized
of intersex because it’s easier to get the data here.” Another researcher, participant No. 4,
states that some academics write about intersex people having an LGBT background, which
could limit their focus, mentioning that “[...] gay people are not mutilated, so mutilation is
not on their radar and then they focus on what they know, like discrimination, hate, hate
speech and stuff like this, [...].”

Other perspectives came from people who have been researchers and participants.
Some of them explained how this LGBT framing could remove the attention from real
concerns that are specific to intersex people. Some of them stated the following;:

[...]if you had to draw one comparison, it would be more with victims of incest
or victims of pedocriminality, like how you treat the people who are sharing the
testimonies with you, how you can, I think often people would assume that is a
question of identity or question of body, but it’s not, it is about the experience of
violence since you are very young, [...]. (Researcher—Participant. P11)

[...] what is that doing to people who are cisgender heterosexual because I know
they exist and they’re part of my community? They tend not to become part
of many intersex groups who are very LGBT focused. And sadly, that kind of
pushes them. I mean, the only spaces that some of those people feel comfortable
in is medicalized spaces because at least those spaces are not trying to tell them
they are something that they don’t feel they are, so it’s a difficult situation.
(Researcher—Participant. P1)

The framing of intersex-related studies within LGBT is a topic that created different
opinions among participants. However, some of them agreed on the idea that to avoid
misleading of locating intersex people’s issues within LGBT research, it is necessary to
consult the community in the research design so they can have a voice in what is important
to them.

3.2. Experiences Related to Research Development
3.2.1. Ethical Approval

The process of securing ethical approval for the research projects emerged as a recur-
rent issue mentioned by the participants. They expressed concerns regarding the necessity
of ethics approval, the composition of ethics committees, and the overall utility of the
approval process for the research. A prevalent and shared concern was the expertise of the
board members concerning the challenges faced by the intersex population. The opinions
of some participants were as follows:

The problem is that many of those boards are not familiar with the population.
So many of much of the bad practice that I've talked about has been approved
by an ethics review board that really has just not understood the population.
(Researcher—Participant. P1)

[...] passing a research ethics committee guarantees that the research is ethical,
no, for a very clear reason, because first, because ethics committees as they are
organized today, there are people who brutally ignore the realities, so they are
approving things they have no idea about. (Researcher. P15. Own Translation)

A common opinion among some of the participants was that beyond the formality,
ethics committees may not understand the realities and struggles of the people involved in
the research.
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3.2.2. Informed Consent Process

A crucial aspect and focal point of discussion during the interviews was the informed
consent process—its formalities, scope, and utility post-interview. Participants employed
various approaches related to the informed consent process and voiced concerns, particu-
larly regarding the terminology used in the consent forms and the assurance of their rights
throughout the research once they signed the forms.

Some of the participants who are researchers agreed on the idea that the importance of
this lies in what happens after the informed consent has been signed, and the integrity that
the researcher will have afterwards. Another point highlighted by one of the researchers
was the way in which the consent forms were written. Participant No. 6 (Researcher)
advised, “[. ..] you need consent forms that are accessible, they can explain in a very simple
way, all the steps, and also provide an alternative in case that you don’t like your research,
the research, you can withdraw, but also mentioned a complaint mechanism or something,
or someone to contact an organization to contact, something.”

Other people emphasized the process that comes along with informed consent; one of
them said the following;:

Maybe say things like, ‘So would you like to know why I'm doing this research?
What the objectives are? If you have any questions in that regard I would be happy
to answer them” and to present the objective and what participation consists of; if
there are any questions at all regarding the components of the research, feel free to
ask and what I think would still be important may be that they are knowledgeable
of consent forms but not everyone is knowledgeable about research and what it
consists of [...]. (Researcher-Participant. P10)

The majority of the participants, especially those involved in research roles, empha-
sized the importance of viewing informed consent as a dynamic process. This process
involves a series of actions that demonstrate respect for participants’ rights and provide
them with a safe space to express any concerns regarding the study.

3.2.3. Language Use

Several challenges disclosed by participants, especially within the researchers” group,
became apparent during the interviews, particularly regarding the creation and develop-
ment of the interview process. Some researchers encountered difficulties with language
use, and interview partners with experience as research participants recounted instances
where the misuse of language could compromise the trust in the relationship. One of them
advised the following:

[...] maybe use vocabulary at first that is as neutral as possible, interventions
that you were subjected to, start with that and adjust regarding how the person
describes them; I mean, I know I am using for myself human rights violations, at
first I was using non-consensual interventions, I know that it is still considered a
hot topic, it is shocking blurting out human rights violations and even for intersex
people, they don’t want to use ‘genital mutilation,” others will, or ‘sex mutilation”
or ‘sexual mutilation,” not just concentrated on genitals, because there might be
different reasons a person doesn’t want to hear ‘genital mutilation,” and we can’t
just push people, it’s a very sensitive thing [...]. (Researcher-Participant. P10)

A few individuals interviewed who are researchers and have been research partic-
ipants commented on the mistrust that they have when somebody talks to them with a
pathologizing language. Others emphasized the importance of using the preferred lan-
guage of the person, even if it is medicalized. For instance, Participant No. 20 (Researcher-
Participant) said, “[...] if you speak with a patient or organizer or whatever, and they only
use their own variation and say syndrome, and don’t use intersex. Don’t say this intersex
person, it’s not like correct, but if I say I'm intersex, don’t go and say, oh, this person with
this syndrome because it’s not the way I want.” Overall, most of the people interviewed
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came to the conclusion that the language used plays a fundamental role in the development
of a relationship of trust between researcher and participant.

3.2.4. Relationship of Trust

In the qualitative research process, participants underscored the significance of sustain-
ing a relationship of trust with their research counterparts across all stages of the study, not
solely limited to the interview process. Within this framework, some participants conveyed
their discomfort, describing instances where they felt utilized solely as sources of data. This
discomfort hindered their willingness to engage in subsequent research participation.

[...]itis a feeling I think Yessica, a growth feeling valued. If you don't feel valued,
it doesn’t work because being valued and having trust, I think, is paramount key.
In any research. You don’t trust someone, then you may as well say no. [...] I
think, if you feel that the interviewer, researcher, give something of themselves,
not seeing anything deep or really dramatic, I think it always gives permission
for the person being interviewed to give something of themselves, it becomes
reciprocal, if that makes sense. (Participant. P5)

Some of the researchers interviewed in the study agreed upon the idea that building a
relationship of trust is something that cannot be pushed because it requires time for the
people to trust in the researcher’s intentions and the position that he/she/they have of
certain intersex issues. Participant No. 9 (Researcher) commented: “[...] in a way you are
as a researcher to try to explain how you stay in that field, and you're not taking people’s
data or doing something horrible or creating intersex as a third gender [...].”

Participants of each group gave different perspectives on the relationship of trust
and how it can develop. Nevertheless, consistency in the researcher’s actions and time
to build a relationship were two positive factors present in some of the answers. One of
the researchers highlighted the importance on human connection to allow the relationship
to grow:

[...] for me, trust is something that arises from that relationship, and we can
work on things beforehand to allow it to emerge, but it is, above all, something
that will emerge if we are really capable of connecting humanly and if we are
not capable of connecting humanly, it does not even emerge, it doesn’t emerge,
and it’s possibly very good that it doesn’t emerge because there’s probably a
protection from the other part and that is very appropriate. (Researcher. P14.
Own Translation)

This study addressed results across a range of topics, including the significance of
internal reflections such as positionality, the necessity of thorough researcher preparation,
and the importance of consulting the community when framing topics under the LGBT
umbrella. Additionally, the study highlighted the requirements for ethical approval and
the process of informed consent, the correct use of language, and the value of fostering a
trusting relationship between the researcher and the participants.

4. Discussion

These qualitative findings show a range of concerns and contribute to an open dis-
cussion about research on intersex issues. This discussion section addresses issues of
legitimacy, epistemological violence, intersex-specific research methodology concerns and
guidelines, the construction of an intersex identity, language use, and general issues con-
cerning research with marginalized populations.

Although some of the topics mentioned during the interviews were not explicitly
formulated as questions, the participants consistently and prominently introduced them
into the conversation. An unexpected revelation emerged during the researchers’ self-
reflection process, particularly among those who do not identify as intersex. Initially,
this theme was not identified as a separate category. However, researchers consistently
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referenced this topic, discussing their struggles in their positionality throughout their
research project, especially those who are not intersex individuals themselves.

Many of the researchers involved in the qualitative study found themselves question-
ing their legitimacy within research projects and pondering the extent of responsibility
associated with speaking and writing about a community that has long grappled for recog-
nition. This self-reflection is understandable considering the history of epistemic injustice
that the population has faced, mainly within medical research, including pathologizing
classifications of their bodies (Merrick 2019).

Through the analysis of the interviews, most of the interviewed researchers were keen
to constantly think of measures to avoid subjecting their studies to a framework of epistemic
injustice concerning the intersex community. As mentioned above, the epistemic injustice
frames a determined group in a defenseless stereotype (Fricker 2007), and the discreditation
of their voices with the presence of “[e]pistemic violence in testimony” (Dotson 2011, p. 238)
could occur in different contexts, among them research.

This study contributes to existing scholarship on intersex-related research. From a
perspective of intersex studies, Janik Bastien-Charlebois (2017) explains extensively how
epistemic injustice develops within the field of intersex-related research and the negative
consequences it has brought for intersex people. She states that “the combined effect of
hermeneutical marginalization and testimonial injustice can create credibility deflation.
[...] It is impossible to produce comprehensive empirical investigations into the effects of
non-consensual body modification when the medical profession has exclusive access to the
records [...]” (Bastien-Charlebois 2017, n.p.; own translation). Following Medina’s (2013)
framework of hermeneutical gaps, Zieminska (2020) highlights that for intersex people,
“[i]t is not only a problem that intersex voices have a deflated level of credibility, but it
is also a structural problem that is easy to miss: their voices cannot be understood in the
public arena, as the public binary notion of two sexes makes too little space for these voices.
The intersex experience is closed behind hospital doors” (p. 54).

Within the participants’ responses during the interviews, several comments were
directed toward the researchers’ attitudes. It was emphasized that researchers should
value the activist knowledge and experiences of the participants and not diminish them in
comparison to scientific knowledge. These comments align with the report published in
2014 by the organization GATE—GIlobal Action for Trans Equality; the report addressed
intersex issues in the International Classification of Diseases, including an epistemological
analysis (GATE 2014). While this epistemological analysis is primarily centered on clinical
research, its insights are crucial for comprehending the broader epistemological context
in intersex-related research. It highlights the detrimental outcomes that arise when a
researcher relies on their “own judgment as intrinsically better than the judgments of
persons with intersex variations” (GATE 2014, p. 14). In this context, GATE (2014) has
made observations such as: “Power-dynamics influence data-collection” and “[r]esearchers
interpret their own results, often in their own hospitals, assessing the outcomes of their own
treatment paradigms; there is selection and sampling bias” (p. 15; references removed).

The findings of this research revealed a consensus among some researchers regarding
the historical challenges intersex individuals have faced due to objectification in research.
They emphasized that current research on intersex-related topics should prioritize the
voices and experiences of intersex individuals throughout the study’s development. In
this sense, Bartolo Tabone et al. (2024) suggest that “[t]Jo remedy the divide between
human rights and medical narratives, medical professionals must reflect on their own
epistemic primacy and the privileging that their views are granted. In order to combat both
hermeneutic and testimonial epistemic injustice, priority must be given to the voices and
testimony of intersex people” (p. 15).

To avoid the discussed objectivization, Koyama (n.d.) has elaborated guidelines for
non-intersex researchers who decide to write about intersex issues, including the following
suggestions: “Recognize that you are not the experts about intersex people, intersexuality,
or what it means to be intersexed; intersex people are. When writing a paper about

229



Soc. Sci. 2024, 13, 421

intersexuality, make sure to center voices of intersex people” and “[d]o not write about
intersex existence or the concept of intersexuality without talking about the lives and
experiences of intersex people as well as issues they face. Do not use intersex people merely
to illustrate the social construction of binary sexes” (n.p., bold removed). These principles
appeal to a human rights-based research framework that centers on voices and experiences
and tries to produce research that recognizes the community’s struggles.

Following along with the trajectory of these research dynamics, in the context of
intersex-related studies, the findings of this study showed that the three interviewed
groups emphasized the necessity for researchers to possess profound insights into the
historical and present concerns of intersex individuals. Similar assertions have been made
previously. For example, participants in an Amnesty International study emphasized the
significance of researchers acknowledging the community’s research context, which has
historically been marked by severe human rights violations (Amnesty International 2017).
These violations stem from the perception of intersex people’s bodies as bodies that need
to be ‘normalized’” in their sex characteristics to fit the gender binary categories, leading
to a pathologizing experience for them and the perception of a need for their bodies to be
corrected (Amnesty International 2017).

Gaining a comprehensive understanding of intersex issues extends beyond studying
their history; it involves an examination of the sources contributing to this knowledge
and the manner in which researchers articulate it. The Intersex Society of North America
(ISNA n.d.) advises researchers to “[t]hink critically about all texts that deal with intersex”
(n.p.). This involves asking pertinent questions about authors’ or speakers’ affiliations
and the origins of their knowledge. Additionally, this organization suggests that when
writing about intersex, researchers should strive to demonstrate a nuanced understanding
and sensitivity towards the experiences and challenges faced by intersex individuals
(ISNA n.d.).

Moving on with the theme of acquiring knowledge about the community’s experiences
and diversity previous to the development of a project (research design stage), the analy-
sis of my research findings revealed another significant theme—the fundamental role of
constructing an intersex identity. As an illustrative example, participants mentioned the in-
clusion of intersex-related studies into LGBT studies, initiating a dialogue that underscores
the complexity of the relationship and its potential impact. This inclusion, for instance,
plays a significant role in shaping or misrepresenting the identity of the intersex community.

Carpenter (2022) expressed similar concerns regarding the possible dismissal that it
can create of intersex people’s voices, indicating that “other reports suggest that people
with innate variations of sex characteristics do not feel connected to an LGBTQ+ community
[...]. Itis vital to acknowledge the impact of misconceptions about intersex in LGBTQ+ and
policy spaces, and a widespread ignorance of distinctly different community characteris-tics
and demands” (p. 5). Similarly, Garland and Travis’s (2023) research discusses the meaning
of LGBT embodiment for the intersex community. They present diverse perspectives on
this contentious topic, including: “Such alliances are an integral strategy for many intersex
activists to ensure that intersex falls inside rather than outside law’s protective sphere. They
help politicize intersex, giving visibility” (Garland and Travis 2023, p. 83). Additionally,
they highlight that sometimes LGBT organizations could have totally different priorities
than intersex people’s issues, creating consequences such as “misrepresent intersex-specific
issues as relating to identity rather than bodily autonomy” (Garland and Travis 2020, p. 176,
quoted in Garland and Travis 2023, p. 83). The authors also mentioned that within their
qualitative study, some of their participants “felt that this was a product of organizations
only including the ‘I" to increase their chances of funding” (Garland and Travis 2023, p. 86).

Lastly, within the LGBT sphere, some participants in the qualitative research con-
sidered that situating intersex-related studies within LGBT research could enhance the
likelihood of obtaining ethical approval. This perspective prompts an exploration into
the impact and relevance of research ethics committees. While I could not identify a dedi-
cated line of inquiry on this topic within intersex studies, the outcomes and functioning
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of research ethics committees as reviewing entities that look for the production of ethi-
cal research seem to be an open discussion in a broader academic context (Coleman and
Bouésseau 2008). Critics are concerned about the tendency to focus more on the formalities
rather than on the substance, the knowledge, diversity, and training that the committee
members have of the research topic, the possible conflict of interests, and the enforceability
of their decisions generate the question of their real impact (Coleman and Bouésseau 2008).

Transitioning to the domain of project development, according to the results of the
interviews, informed consent plays a central role in intersex-related research, linked to
the history of human rights violations, as well as the importance of agency and bodily
autonomy for intersex people. The interview participants expressed the opinion that
informed consent should be considered as a process rather than as a formal requirement.
General ethical recommendations have been created to support the crafting of research
protocols that adhere to minimal ethical standards (International Military Tribunal 1946; The
National Commission for the Protection of Human Subjects of Biomedical and Behavioral
Research 1979; WMA [1964] 2013). Among these standards, the informed consent form is
regarded as a critical component for participants involved in research projects, particularly
within social sciences (EC 2021; NNREC 2021). Individuals interviewed in this study
expressed discomfort when the informed consent process is reduced to a mere formality;
some mentioned feeling objectified in previous projects. For intersex-related studies,
the sensitive nature of the ethics surrounding informed consent stems from historical
circumstances wherein intersex individuals have lacked agency over their bodies, leading
to medical interventions being conducted without their voluntary and well-informed
consent (FRA 2015).

Mlustrating the various historical instances where intersex individuals have been
deprived of adequate informed consent processes, Bastien-Charlebois (2016) asserts that
“[ilntersex people are a textbook case of what comprises being treated as ‘mere sources of
information’ [...] we were very far from being considered as beings that should be asked for
their thoughts and judgments” (n.p.). Regarding intersex-related research, interACT (2023)
highlights that “studies must meet the highest standards of informed consent (and informed
assent for children); respect the autonomy, dignity, and privacy of intersex participants and
(where applicable) their families; avoid subjecting participants to unnecessary risks; and
responsibly address questions relevant to the well-being of individuals with variations in
their sex characteristics” (n.p.).

The considerations concerning informed consent go beyond the act of signing an in-
formed consent agreement; they also touch on how information is presented. For instance,
in the previously mentioned narrative literature review of qualitative and quantitative
research on intersex issues I conducted in 2023, the inclusion of images in research publica-
tions emerged as a contentious issue (Mestre Martinez 2023a). In the review, I noted that
“although it is not possible to recognize the participant, it may evoke a sensation of discom-
fort and pain to view these pictures, prompting the question: How does the participant
feel about the public nature of these images and their right to privacy? Was it explicitly
outlined in the informed consent form what types of pictures would be published?” (Mestre
Martinez 2023a, p. 53).

Another issue that emerged from the research findings concerned how the information
is presented. Participants interviewed in this research emphasized the significance and
challenges of employing inclusive language in research and how language becomes one of
the pillars for the establishment of a relationship of trust. The use of inclusive language
is crucial for intersex-related studies, given the violations of bodily integrity experienced
by intersex individuals (Carpenter and IHRA 2018). Lundberg et al. (2018) underscore the
importance of language in shaping intersex individuals” identities, emphasizing that the
lack of precise terminology can contribute to dehumanization and further marginalization.
Given the influence of language on the medicalization of intersex individuals, Davis (2011)
contends that the use of pathologizing language has reinforced the authority of medicine
over intersex people’s bodies.
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Various intersex scholars, activists, and allies aim to generate awareness by stress-
ing the existence of these pathologizing practices (Battaglino 2019; Cabral Grinspan 2009;
Holmes 2008; Suess Schwend 2014, 2022). Similar reflections have been developed in
research with other communities that have suffered marginalization. For instance, Vincent
(2018), from a perspective of trans studies, mentions the connection between language
and history, highlighting the importance of implementing a research methodology that is
language-appropriate to avoid pathologization. Also, Adams et al. (2017) frame different
issues related to research with trans individuals, which intersex people have also expe-
rienced. This highlights the importance of the researcher’s linguistic choices during the
interviews and dissemination of data (Adams et al. 2017).

To be consistent with the use of appropriate language and respect for trans
people’s rights within research, the European Professional Association for Transgender
Health—EPATH and the World Professional Association for Transgender Health—WPATH
have created Language Guidelines to advise researchers in the presentation and publication
of results (Bouman et al. [2016] 2017). Furthermore, EPATH (2019) has launched a Research
Policy to provide recommendations for research on trans issues.

It is noteworthy that the campaign ‘Depath Intersex,” launched by OII Europe (2023),
seeks to give visibility to pathologizing behaviors that can significantly impact the lives
of intersex individuals by “creating and legitimizing stigma” (n.p.). The OII Europe ini-
tiative proposes recommendations, such as incorporating non-pathologizing information
about intersex in educational materials and implementing human rights-based information
and training for professionals, especially within the health care system (OII Europe 2023).
Amets Suess Schwend (2022) has delved into an “ethics of depathologization,” under-
standing the approach as “a research practice based on the depathologization and human
rights perspective” (p. 111). Among other principles, Suess Schwend (2022) advocates for
“[r]efraining from pathologizing language, using and promoting respectful, affirmative,
and non-pathologizing conceptualizations and terminologies,” and “[a]bstaining from a
use of pathologizing images in publications or presentations” (p. 111).

The final aspect of research ethics that the participants emphasized is the importance
of a relationship of trust during the execution of the project. One of them made a deep
reflection on the importance of creating a human connection to establish a genuine rela-
tionship with intersex people. Costas Batlle and Carr (2021) noted this point, commenting
that creating a genuine human connection is especially vital at this stage to truly capture
the viewpoints of the participants, understanding this as a sharing relationship as valuable
for the research as the other stages of the project. Therefore, following the line of thoughts
of Costas Batlle and Carr (2021), it would be important to consider the creation of this
relationship as an essential moment of the research process, particularly if the research
topic involves the sharing of vulnerable aspects of the participants” lives.

5. Conclusions

The analysis of the fieldwork has opened avenues for new discussions and brought
attention to existing gaps in intersex-related studies. Throughout the interview process,
I encountered a variety of issues that were previously unseen (such as the important
reflections around legitimacy, particularly for endosex people), and their identification was
made possible through the experiences shared by the participants. One recurring issue that
resonated closely with both the research participants and myself was the exploration of
positionality. Internal struggles and self-reflection were consistently present, particularly
among non-intersex researchers. A set of questions revolving around legitimacy, knowledge
control, respect for intersex people’s voices, and the establishment of trust were crucial for
them (and for me) in determining the scope and relevance of research projects.

The engagement of research with a community that has faced human rights violations
in certain aspects of their lives implies a commitment to studying their concerns compre-
hensively. This commitment is crucial to avoid overlooking essential elements that could
contribute to defining the project’s significance and coherence.
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The interview quotes underscored the significance of establishing an authentic human
connection between the researchers and the participants. This connection is vital not
only for the advancement of intersex-related studies but also for research involving any
population group that has experienced human rights violations. There is a historical wound
of distrust, and a genuine human connection could aid in the healing process, ultimately
enhancing the production of research results.

This study includes several limitations. Throughout the fieldwork, a recurring lim-
itation was the challenge of accessing individuals with variations in sex characteristics
who do not identify as intersex. The research project and informed consent documents
were crafted using intersex terminology, posing difficulties in engaging with individuals
who identify differently. For instance, someone identifying as having a Disorder of Sex
Development (DSD) may choose not to associate with an intersex project. This challenge
also extended to researchers; efforts were made to connect with those who had conducted
qualitative research within the medical field involving DSD participants. However, upon
sharing information, some researchers hesitated to participate in research framed under
the intersex spectrum.
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Notes

Some lines of the introduction have been previously published in two reports. See: Mestre Martinez (2023a, 2023b).
“Researcher,” “Participant”, or “Researcher—Participant” refers to the experiences and roles of the interview partner. “P15”,
etc., refer to the participation in the current research project. This academic article does not include quotes from experts on
research ethics.
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