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Background and methods

Own background

INIA: Intersex — New Interdisciplinary Approaches project, funded
by the European Commission (MSCA-ITN 859869)

Methods: Literature and document review, developed as a work-
in-progress project

The INIA Innovative Training Network is supported by a grant from the European Commission’s Marie Sktodowska-
Curie Actions programme under project number 859869. This presentation reflects only the author's views and
the Agency is not responsible for any use that may be made of the information it contains.

Suess Schwend 2020, 2022, 2023a, 2023b, 2024.
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Current situation
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Intersex people

Intersex people are born with physical sex characteristics (such man s Veltions
as sexual anatomy, reproductive organs, hormonal patterns
and/or chromosomal patterns) that do not fit typical definitions o

for male or female bodies.

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.
(Oll Europe: Ghattas 2019, p. 6)

DSD, Disorders of Sex Characteristics
Specific diagnostic codes
VSC, Variations of Sex Characteristics

Ghattas 2019; Lee et al. 2006, 2016; UN 2019.
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Current situation

Frequent exposure to non-consensual and not clinically necessary surgical interventions
and other treatments during childhood and adolescence

Frequent impact of early interventions on health and wellbeing

Lack of access to needed and ongoing health care, specially in adulthood
Lack of access to medical records

Situation of discrimination and stigmatization

Structural inequities in access to education and employment

Situations of poverty

Epistemic injustice and lack of recognition of intersex experiences

African Intersex Movement 2017, 2019, 2023; Asian Intersex Movement 2018; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017; European Intersex Meeting 2014; Ghattas 2013,
2015, 2019; Intersex Asia 2023.

Ammaturo 2016; Amos et al. 2022; Baird 2021; Barth et al. 2013; Bauer et al. 2020; Bastien-Charlebois 2017; Berry and Monro 2022; Laura-Inter and Alcantara 2023; Cabral Grinspan 2009; Cabral Grinspan
and Benzur 2005; Carpenter 2016, 2018a, 2018b, 2024; Crocetti et al. 2020a, 2020b, 2023; Davis 2015, Davis and Murphy 2013; Davis et al. 2016; Duggan and McNamara 2021; Guillot 2018; Haller et al.
2022; Harper 2020; Hart and Shakespeare-Finch 2022; Holmes 2016[2009]; C. Jones 2022; T. Jones et al. 2016; Karkazis 2008; Kehrer and Balocchi 2022; Laura-Inter and Alcantara 2023; Malatino 2013;
Monro et al. 2019, 2021; Ni Mhuirthile et al. 2022; Orr 2019, 2022; Pikramenou 2019; Rajam and Benerjee 2022; Rubin 2017, 2019, 2021; Suess Schwend 2020, 2022, 2023, 2024; Swarr 2023; Viera 2023.

CoE 2015, 2017; CoE 2015; EC 2012; FRA 2015, 2020, 2024; IACHR 2015, 2016, 2020, 2023; UN 2016, 2017, 2019, 2023.
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Historical development: Clinical model

Global North
In different historical moments: Persecution and legal regulation
From the 19t century on: Clinical gaze and medicalization of intersex bodies

From the 1950s on: Model of early surgical intervention
2006: publication of the Chicago Consensus Statement (Update 2016)

Global South and East

Intersex
in the Adge of
Ethics

Situation of cultural recognition and marginalization
Colonialist views on diverse bodies
Import of Western clinical diagnostic codes and clinical models

Chase 2013; Cleminson and Vazquez 2009; Dreger 2003[1998], 1999, 2018; Eckert 2016[2009], 2017; Foucault 1980[1978]; Garcia Lopez 2015, 2018; Griffith 2018; Holmes 2004, 2016[2009]; Husakouskaya 2013; Karkasis 2008;

Lee et al. 2006, 2016; Machado 2006; Preves 2002; Reis 2005, 2019; Reis-Dennis and Reis 2017; Repo 2013; Swarr 2023.

ENVISIONING |
AFRICAN
INTERSEX
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Structural inequities and poverty

Increasing interphobic discrimination and violence
Child abandonment and infanticide

Poverty, unemployment and homelessness

Socially intersex persons and their families face extreme social rejection and
violence from their communities. Owing to fear of stigmatisation by the
community, some parents go the extent of abandoning their children.lfotnote]
(Mamhare et al. 2022, p. 15)

A higher proportion of intersex respondents reported experiencing discrimination, such as when
looking for work (31 %) in 2023 than in 2019 (27 %), or when looking for housing to rent or buy in
el — 2023 (28 %) thanin 2019 (20 %). (...)

m 6 % of intersex respondents report having to sleep rough in a public space at least once in their life

compared with 0.2 % of the general population.
(FRA 2024, p. 16, 23)

Ghattas 2019; Mamhare et al. 2022; Russel et al. 2023; Singh and Chiu 2020.
Alcantara Zavala 2009; Laura-Inter and Alcantara Zavala 2023; Carpenter 2024; T. Jones et al. 2016; Viera 2023; Zeeman and Aranda 2020.
CIDH 2015; Council of Europe 2017; FRA 2015, 2020, 2024; UN 2017, 2019, 2023.
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Structural inequities and poverty

Impact of early surgeries and discrimination on educational and employment opportunities
Inequities in the access to health care
Impact of the COVID-19 pandemic on social vulnerabilities

ST The available data show that intersex people may have high rates of poverty,
O associated with high rates of early school leaving, stigmatization and

discrimination.
A Background Note (UN 2019, p. 38)

invisibility & Even in the best of times, intersex people face legal and social vulnerabilities in areas such as employment,
AmPies education, healthcare, housing, etc.[footnote]
# With Covid-19, people who were already part of a marginalized group find it even more difficult to cope with

the situation, and this, in turn, affects their livelihood.
(Singh and Chiu 2020, p. 6)

Ghattas 2019; Mamhare et al. 2022; Russel et al. 2023; Singh and Chiu 2020.
Alcantara Zavala 2009; Laura-Inter and Alcantara Zavala 2023; Carpenter 2024; T. Jones et al. 2016; Viera 2023; Zeeman and Aranda 2020.
CIDH 2015; Council of Europe 2017; FRA 2015, 2020, 2024; UN 2017, 2019, 2023.
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Structural inequities and poverty

INTERSECTIONS

nnnnnnnnnn

Intersex people in rural and socially disadvantaged areas
Reduced exposure to non-consensual surgeries
Lack of access to general health care services
Health risks due to a lack of access to needed health care

Difficulties to access support and activist groups

Intersectionality perspective and social determinants of health approach

Ghattas 2019; Mamhare et al. 2022; Russel et al. 2023; Singh and Chiu 2020.

Alcantara Zavala 2009; Jenkins and Short 2017; Laura-Inter and Alcantara Zavala 2023; Suess-Schwend 2014; Viera 2023.
FRA 2020, 2024.
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Intersex activism

Since 1980: Local and regional intersex support and activist groups
Over the last decade

Emergence of international and regional networks

International and regional declarations

Lobbying activities in international and regional human rights bodies

Analyses from social movement theories, human rights and depathologization perspectives

African Intersex Movement 2017, 2019, 2023; Asian Intersex Movement 2018; Astraea Lesbian Foundation for Justice 2016; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017;
Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018; European Intersex Meeting 2014; First European Intersex Community Event 2017; GATE 2015, 2017; GATE et al. 2019;
International Intersex Forum 2011, 2012, 2013, 2014; Intersex Asia 2023; Iranti-org 2016; Oll s.a.; Oll Europe 2023, 2024[2018].

Astraea Lesbian Foundation for Justice 2016; Bauer et al. 2020; Chase 2013; Crocetti et al. 2020a; Davidian 2013[2011]; Davis 2015; Haller et al. 2022; Karkazis 2008; Rubin 2017, 2019; Suess-Schwend 2014,
2020, 2022, 2023a, 2023b, 2024; Viera et al. 2021; von Wahl 2021; Winter Pereira 2022.
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Intersex activism

Oll Europe
Riga Declaration, Vienna

DL, [Epes Oll Asia; Intersex Asia

Statements
Brujula Intersexual; Latinamerican
and Caribbean Conferences :
San José de Costa Rica Statement African Intersex Movement
Statements
\ Oll; International Intersex Forum; GATE -

Statements, reports, Malta Declaration

Australian / Aotearoa
New Zeland
organizations
Darlington Statement

s

African Intersex Movement 2017, 2019, 2023; Asian Intersex Movement 2018; Astraea Lesbian Foundation for Justice 2016; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017;
Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018; European Intersex Meeting 2014; First European Intersex Community Event 2017; GATE 2015, 2017; GATE et al. 2019; International

Intersex Forum 2011, 2012, 2013, 2014; Intersex Asia 2023; Iranti-org 2016; Oll s.a.; Oll Europe 2023.
Source of the image: Wikimedia Commons. 2006. BlankMap-World.svg. https://commons.wikimedia.org/wiki/File:BlankMap-World.svg
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Intersex activism

Main demands
Cessation of non-consensual surgeries and other treatments
Cessation of preimplantation genetic diagnosis, infanticide and non-consensual sterilization
Access to medical records
Access to needed health care
Depathologization of terminologies in the ICD, International Classification of Diseases

Birth registration and opportunities to modify the legal sex/gender, abolition of sex/gender markers
in identification documents

Access to justice, reparation and redress
Support spaces
African Intersex Movement 2017, 2019, 2023; Asian Intersex Movement 2018; Astraea Lesbian Foundation for Justice 2016; Australian and Aotearoa/New Zealand Intersex Community

Organisations 2017; Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018; European Intersex Meeting 2014; First European Intersex Community Event 2017; GATE 2015,
2017; GATE et al. 2019; International Intersex Forum 2011, 2012, 2013, 2014; Intersex Asia 2023; Iranti-org 2016; Oll Europe 2023.
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Human rights framework

Over the last decade:
Inclusion of intersex issues in the agenda of international and regional human rights bodies

Reports, recommendations and resolutions

Analyses from human rights and legal perspectives

ACHPR 2023; Council of Europe 2013, 2015, 2017; EC 2012; European Parliament 2019; FRA 2015, 2020; IACHR 2015, 2016, 2020, 2023; UN 2017, 2019, 2023, 2024; UN et al. 2016; YP+ 2017.
Bauer et al. 2020; Carpenter 2020; Garland and Travis 2022; Garland et al. 2022; Pikramenou 2019; Ravesloot 2021; Sterling 2021; Travis 2015; Winter Pereira 2022; Zelayandia-Gonzalez 2023.
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Human rights framework

Council of Europe;
European Parliament; FRA BN
Reports, resolutions .

African Commission on ‘

Human and Peoples’ Rights |
Resolution Australian Human

Inter-American Commission
on Human Rights

Statements
Rights Commission
Reports, submissions
\\\\\
AN /

United Nations

Reports, concluding observations, recommendations, declarations, UN resolution 2024

ACHPR 2023; Council of Europe 2013, 2015, 2017; EC 2012; European Parliament 2019; FRA 2015, 2020; IACHR 2015, 2016, 2020, 2023; UN 2017, 2019, 2023, 2024; UN et al. 2016.
Source of the image: Wikimedia Commons. 2006. BlankMap-World.svg. https://commons.wikimedia.org/wiki/File:BlankMap-World.svg
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Recent developments

UN resolution 2024
Laws prohibiting non-consensual and not clinically necessary surgeries on intersex children

Human rights-based health care models

Inclusion of the term ‘Disorders of Sex Development’ in the ICD-11

Continued clinical practices based on early surgical interventions

Garland and Travis 2018, 2020, 2022; Garland et al. 2022; GATE 2014, 2017; GATE et al. 2019; Gregori Flor et al. 2018; Haghighat et al. 2023; Meoded Danon
and Schweizer 2020; Roen et al. 2023; Suess Schwend 2018, 2024; Travis 2015; UN 2019, 2023, 2024; Winter Peirera 2022.
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Recent developments

Good practice maps 2022 and 2023 - Oll Europe
Legal ban of non-consensual and not clinically necessary surgeries
Legal protection against hate crime and speech
Human rights-based research
Awareness raising
Arts and culture

Training for midwives

Good Practice Map 2022

Good Practice Map 2023

Oll Europe 2023, 2024.


https://www.oiieurope.org/wp-content/uploads/2023/05/GPMap2022_web.pdf
https://www.oiieurope.org/good-practice-map-2023/
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Community health:
Recommendations and strategies
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Recommendations and strategies

Health needs

Rights to health, bodily integrity and autonomy, truth, informed consent and protection from
discrimination

Access to necessary and adequate health care (ongoing, affirmative, human rights-based,
depathologizing, people-centered, agency-based, community-owned and trauma-informed)

Access to psychosocial and peer support
Professional training from human rights and depathologization perspectives

African Intersex Movement 2017, 2019, 2023; Asian Intersex Movement 2018; Astraea Lesbian Foundation for Justice 2016; Australian and Aotearoa/New Zealand Intersex Community Organisations 2017;
Conferencia Regional Latinoamericana y del Caribe de Personas Intersex 2018; European Intersex Meeting 2014; First European Intersex Community Event 2017; GATE 2015, 2017; GATE et al. 2019;
International Intersex Forum 2011, 2012, 2013, 2014; Intersex Asia 2023; Iranti-org 2016; Oll Europe 2023, 2024[2018].

ACHPR 2023; Council of Europe 2013, 2015, 2017; EC 2012; European Parliament 2019; FRA 2015, 2020; IACHR 2015, 2016, 2020, 2023; UN 2017, 2019, 2023, 2024; UN et al. 2016.

Amos et al. 2022; Bastien-Charlebois and Guilot 2018; Bauer et al. 2020; Berry and Monro 2022; Cabral Grinspan 2022; Cabral Grinspan and Carpenter 2018; Cabral Grinspan and Carpenter 2018; Carpenter
2016, 2018a, 2018b, 2020, 2024; Carpenter and Jordens 20202; Crocetti et al. 2020a, 2020b, 2024[2023]; Frank 2018; Garcia Lopez 2015, 2018; Ghattas 2013; Gregori Flor et al. 2018; Haghighat et al. 2023;
Hart and Shakespeare-Finch 2022; Lewis 2022; lisahunter et al. 2022; Lovry 2018; Machado 2008; Meoded Danon and Schweizer 2020; Pikramenou 2019; Rajam and Banerjee 2022; Roen et al. 2023; Suess-
Schwend 2014, 2020, 2021, 2022, 2023a, 2023b, 2024; Swarr 2023; Woweries 2018.
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Recommendations and strategies

Role of community health
Providing ongoing health care
Taking into account the social and cultural context
Providing non-pathologizing counseling for intersex people and families
Offering information regarding sexual and reproductive health
Conducting health education based on a recognition of bodily diversity

Collaborating with intersex groups in the development of guidelines and good practices

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; First European Intersex Community Event 2017; GATE et al. 2019; Ghattas 2016, 2019; ILYO, et al. 2018; interAct and Lambda Legal 2018; International Intersex Forum 2012, 2013; Intersex Asia 2023.
Akthar et al. 2022; Amos et al. 2022; Berry and Monro 2022; Carpenter 2021, 2024; Crocetti et al. 2020b, 2024[2023]; Gregori Flor et al. 2018; Haghighat et al. 2023; Hart and Shakespeare-Finch 2022; Jones et al. 2022a,
2022b; Meoded Danon and Schweizer 2020; Roen et al. 2023; Swarr 2023; Zeeman and Aranda 2020.

ACHPR 2023; COE 2015, 2017; IACHR 2016, 2020; UN 2017, 2019, 2023; UN et al. 2016.
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Recommendations and strategies

Prioritize bodily integrity and autonomy and ensure informed consent
Use respectful and non-pathologizing language

Respect and recognize names and pronouns

Provide non-pathologizing information, counseling and support

Use a trauma-informed approach

Avoid gendered language about bodily characteristics

Offer contact information about intersex groups

Develop human rights-based and collaborative research practices
Reflect critically on own biases and knowledge gaps

Support the human rights protection of intersex people

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; First European Intersex Community Event 2017; GATE et al. 2019; Ghattas 2016, 2019; ILYO, et al. 2018; interAct and Lambda Legal 2018; International Intersex Forum 2012, 2013; Intersex Asia 2023.
Amos et al. 2022; Berry and Monro 2022; Carpenter 2023[2012], 2021, 2024; Crocetti et al. 2020b, 2024[2023]; Gregori Flor et al. 2018; Haghighat et al. 2023; Hart and Shakespeare-Finch 2022; Koyama 2012; Meoded Danon
and Schweizer 2020; Roen et al. 2023; Swarr 2023; Zeeman and Aranda 2020.

ACHPR 2023; COE 2015, 2017; IACHR 2016, 2020; UN 2017, 2019, 2023; UN et al. 2016.
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Conclusions
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Conclusions

Exposure of intersex people to non-consensual and not clinically necessary interventions,
discrimination, social inequities and poverty worldwide

Relevance of intersex advocacy and activism
Support of international and regional human rights bodies
Relevant role of community health
Social transformation
Respect, recognition and celebration of bodily diversity

Right to bodily integrity and autonomy
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Thank you and questions

Source of the image: Amets Suess Schwend, Celebracion intersex, 2019.
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