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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), Fröhling (2003), Cabral Grinspan
(2009), Holmes ([2009] 2016), Barth et al. (2013), Thomas et al. (2013), Haller et al. (2022), and
Laura-Inter and Alcántara (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)1 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’.3

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 Vázquez García 2009, 2018; Dreger [1998] 2003, 1999, 2018; Eckert
[2009] 2016, 2017; Foucault [1978] 1980; García López 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 Vázquez García 2009, 2018; Foucault [1978] 1980;
García López 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” (LeFrançois 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),4 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:

• Focus on LGBTI, not intersex (n = 184)
• Pathologizing perspectives (n = 5)
• 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 Martínez 2022; Monro et al.
2019; O’Brien 2015; Paechter 2021; Suess-Schwend 2014, 2020, 2022, 2023; Winter Pereira
2022; Zelayandía-González 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 Martínez 2022; Monro et al. 2019; O’Brien
2015; Paechter 2021; Sterling 2021; Suess-Schwend 2014, 2020, 2022, 2023; von Wahl 2021;
Winter Pereira 2022; Zelayandía-González 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; Zelayandía-González 2023). They also review the implementation of their
recommendations in national contexts (Carpenter 2018b; Duggan and McNamara 2021;
Garland and Travis 2022; Ní 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;
Zelayandía-González 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; Zelayandía-González 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 (Zelayandía-González 2023), both authors coincide in observing
the absence of references to the term DSD or dsd. Zelayandía-González (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.5 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.6 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’,7 ‘non-consensual’,8 and ‘medically unnecessary’,9

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.10 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,11 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
humanity”,12 García López 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’13 and ‘pathologization’14 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.15 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.16 The three reviewed fields also
mention ’sterilization’,17 ‘preimplantation genetic diagnosis’, and terms related to prenatal
interventions.18

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’,19 ‘bodily autonomy’,20 ‘self-determination’,21 and
related terms in all three document types. I also found a mention of the ‘right to health’,22

and ‘health needs’.23 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’,24 as well as the relevance of training.25 The reviewed documents also refer to
‘informed consent’,26 ‘right to truth’, ‘right to information’ and ‘access to medical records’.27

Furthermore, all three document types include concepts such as ‘anti-discrimination’,28

‘depathologization’,29 ‘access to justice’ and ‘reparations, redress, and compensations’,30

with differentiated frequency according to the field.
The reviewed activist declarations do not mention the term ‘best interest of the child’,31

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; Zelayandía-
González 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.32

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’.33
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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 Mügge
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).



Soc. Sci. 2024, 13, 298 8 of 28

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 Mügge 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’.35

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, “[a]nother 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; García López 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; Vázquez
García 2013).

Cabral Grinspan (2006) identifies aspects that “sitúan la intersexualidad como cuestión
esencialmente biopolítica” (“situate intersexuality as an essentially biopolitical issue”, p. 49)
(see Note 12), highlighting an “incesante tensión biopolítica entre lo propio y lo ajeno, lo
hospitalario y lo hostil, lo monstruoso y lo humano, l*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).

Vázquez García (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 Vázquez García (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, García López (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). García López (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 excepción 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
cartografía biopolítica que muestra cómo se ejecuta la heterosexualidad dominante, la
heteronormatividad” (“a map of scars, a biopolitical cartography that shows how dominant
heterosexuality, heteronormativity, is executed”, García López 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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“[p]arallels 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”
(IACHR 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]ow 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
“inversión geopolítica” (“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. (. . .)

II 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.
(. . .)

III 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, RéFRI, Réseau

francophone de recherche sur l’intersexuation (2020) invites researchers to critically review
their own motivation to research intersex-related topics: “Pourquoi je me suis intéressé·e à
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 RéFRI 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 à 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.”, RéFRI 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-



Soc. Sci. 2024, 13, 298 18 of 28

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).
2 “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).
3 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).

4 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.

5 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.

6 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;
IACHR 2016, s.p.; UN 2016, s.p., 2017, p. 1, 2019, p. 2, 2024, p. 2).

7 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.; García López
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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8 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).

9 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).

10 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.; García López
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).

11 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; García López 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).

12 If not indicated otherwise, translations into English are mine.
13 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 Martínez 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).

14 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.; García López 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;
IACHR 2015, pp. 118–19, 2016, s.p.; UN 2016, s.p., 2019, pp. 4, 52).

15 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;
García López 2015, p. 67, 2018, p. 236; Ghattas 2013, p. 7; Mestre Martínez 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).

16 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).

17 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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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, s.p., 2023, s.p.; UN 2016, s.p., 2017, p. 2, 2019, p. 6).

18 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).

19 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; García López 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, s.p.; UN 2017, p. 1, 2019, pp. 4, 15, 2023, p. 1; YP+10 2017, p. 10).

20 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; García López 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).

21 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 Mügge 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).

22 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).

23 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).

24 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).

25 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).

26 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; García López 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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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).

27 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).

28 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).

29 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).

30 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; Zelayandía-González 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).

31 Use of the concept ‘best interest of the child’, and related terms in the reviewed academic publications (Baird 2021, p. 372; García
López 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).

32 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; García López 2015, 2018; Garland and
Travis 2018, 2020a, 2020b, 2022; Garland et al. 2022; Mestre Martínez 2022; Ní Mhuirthile et al. 2022; Pikramenou 2019; Rubin
2019; Schotel and Mügge 2021; Suess-Schwend 2018; Travis 2015; von Wahl 2021), Latin America (Davidian [2011] 2013; Mestre
Martínez 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 Martínez 2022; Pikramenou 2019; Rubin 2019).

33 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).

34 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), “biopolítica, bioética y bioderecho”,
(“biopolitics, bioethics and biolaw”, García López 2018, p. 224), and “perspectiva de despatologización y derechos humanos”
(“depathologization and human rights perspective”, Suess-Schwend 2018, p. 97).

35 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
et al. 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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